The relevance of recovery to carers of people who have schizophrenia by Fox, Joanna
ANGLIA RUSKIN UNIVERSITY
THE RELEVANCE OF RECOVERY TO 
CARERS OF PEOPLE WHO HAVE 
SCHIZOPHRENIA
JOANNA RUTH FOX
Submitted: October 2013
A thesis in partial fulfilment of the requirements of Anglia Ruskin 
University for the degree of Doctor of Philosophy
Acknowledgments
Thanks to the Cambridge and Peterborough NHS Foundation Trust for their support in 
funding the involvement of service user and carer representatives on the steering group 
and for funding the travelling expenses to enable the carers who lived within its locality 
to travel to the training sessions.
Further  thanks  and  acknowledgement  to  the  professionals  from  Cambridge  and 
Peterborough NHS Foundation Trust and Making Space who participated in the steering 
group, and the carer and service user trainer.  Without their involvement this study would 
not have got off the ground and been completed so successfully.
Thanks  to  the  Mental  Health  Research  Network  East  Anglia  Hub  for  funding  the 
travelling expenses of the carers who lived in East Anglia to enable them to participate 
in the programme and for funding the production of the printed training material.
Thanks  to  my supervisors,  Professor  Shula  Ramon and Dr.  Nicola  Morant  for  their 
continued support and dedication to helping me conduct the PhD study and complete the 
write up.  I wouldn’t have been able to do it without their support.
Thanks to Professor David Brandon, who encouraged and supported me in the early 
stages of my recovery journey and encouraged me in my role as a budding social worker.
Thanks to my husband, Martin, for his unstinting support in this research and write up. 
Without him, I could not have completed the PhD.
Thanks  also  to  Anglia  Ruskin  University  for  funding  my PhD studies  and  also  for 
providing me with a sabbatical to complete my write up.
ANGLIA RUSKIN UNIVERISTY
ABSTRACT
FACULTY OF HEALTH, SOCIAL CARE AND EDUCATION
DOCTOR OF PHILSOPHY
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October, 2013
Recovery is a new concept positing that people with schizophrenia can lead fulfilling, 
satisfying,  and  productive  lives.   Family  carers  often  play  a  helpful  but  largely 
unacknowledged role in the support of service users with schizophrenia, and the nature 
of their contribution to and their role in recovery has hitherto not been investigated.  This 
original  PhD  explores  whether  learning  about  the  recovery  approach  through 
participation in a training intervention changes the way carers view recovery, whether 
they find the concept helpful, whether it modifies their behaviour, and their evaluation of 
the   intervention.  
A  participatory  action  research  methodology  was  applied  in  this  study,  actively 
supported  by  a  steering  group  consisting  of  different  stakeholders.  Training  on  the 
recovery approach was delivered to a group of eleven carers to explore their response to 
the  recovery  concept.   The  training  programme  was  delivered  by  me  and  a  carer, 
utilising my personal experience as a service user with the diagnosis of schizophrenia. 
Focus  groups  and  individual,  semi-structured  follow-up  interviews  were  applied  to 
assess self-reported changes in attitudes and behaviours.  Mainly qualitative data were 
collected with supplementary socio-demographic data. 
The analysis  of  the qualitative data  suggests that  being more ‘recovery-aware’ gives 
carers increased hope and optimism for their own and the service user’s future. Greater 
awareness of the impact of caring upon the service user’s life helps them to begin to care 
in such a way as to promote recovery in the service user, and gain more confidence in 
their own expertise-by-caring.  Professionals have a key role to play in recovery, a three-
cornered partnership between the carer, professionals and the service user is desirable. 
The  carers  evaluated  the  training  programme  as  helpful,  and  particularly  valued  its 
authenticity as it was led by a service user and carer trainers.
Conclusions suggest that recovery is a helpful concept for carers.  It shows that learning 
about  recovery  helps  them  to  care  more  effectively  for  the  service  user  and  for 
themselves.  It suggests the usefulness of developing a recovery concept for carers based 
on reconciliation of their caring identity, their caring role and their relationships with the 
service user and professionals.  Recovery for the service user and for the carer requires 
support from professionals, based on a partnership service model, a contribution to the 
development of recovery practice. The training programme is a useful way of conveying 
the hope in recovery and is strengthened by the service user perspective of recovery.
Keywords:   Mental  health;  recovery;  carers;  schizophrenia;  user-led  research; 
participatory action research.
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Chapter 1.  Introduction
1.0  Introduction 
This original study addresses the relevance of the recovery concept to carers of people 
with schizophrenia.  The recovery concept in mental health originated from the service-
user movement in the 1990s as service users sought to counter negative perceptions of 
mental ill-health and present the possibility of recovery from mental illness (Deegan, 
1996; Coleman, 1999), reinforced by clinical studies in the 1980s and 1990s that found 
that  service  users  can  and  do  recover  (Huber,  Gross,and  Schuttler,  1975;  Tsuang, 
Woolson, and Fleming,1979;  Ciompi,  1980;  Harding et  al,  1987; Ogawa et al  1987; 
McGorry et al 1996; Harrison et al 2001;  Warner 2004). The model of personal recovery 
emphasises that a service user can lead a good quality of life, despite and beyond the 
limitations  caused  by  mental  illness  symptoms  (Anthony,  1993;  Coleman,  1999; 
Davidson, 2003).  Recovery is slowly developing in the UK as professionals groups, 
policies and services commit to the recovery approach.   
Carers  have  hitherto  had  little  influence  on  defining  recovery,  developing  an 
understanding of their role in a recovery context or contributing to the development of 
recovery service models (SRN, 2009; Kilyon and Smith, 2009).  Carers have an often 
unacknowledged role in supporting the service user (Jones, 2002), yet both carers and 
service users note the potential of carers to support the service user in recovery (Brown 
and Kandirikirira, 2006). The relevance of the recovery concept to carers of people with 
schizophrenia has not hitherto been investigated.   The research questions which aim to 
fill this gap in knowledge are:
- How do carers define recovery?
- Do carers believe recovery is possible?
- How do carers describe their role in recovery?
- Do their views on recovery change as a result of a training programme?
- Does their behaviour change as a result of a training programme?
- What do carers see as the major obstacles and opportunities in recovery?
- Do they evaluate the training package as helpful in enabling them to explore 
these issues?
This study describes how learning about recovery impacted on a group of carers’ lives, 
their attitudes, their caring roles, the service user they support, and their self-care.  
An interpretative paradigm underpinned the research, with participatory action research 
(PAR)  supporting  the  implementation.   A steering  group  of  experts  from  different 
backgrounds,  including experts-by-experience,1 experts-by-caring and professionals at 
different levels of seniority, contributed to the development of a training programme on 
recovery, the research design and methods and data collection tools used.  
The training programme was delivered to a small group of eleven carers of people with 
schizophrenia and the long-term impact of their learning about recovery was evaluated 
one month and six months later. Mainly qualitative data were collected to explore the 
meaning of recovery to the carers and their  evaluation of the programme’s  delivery. 
Data  collection  methods  included  written  questionnaires  with  open  questions,  focus 
groups, and semi-structured individual phone interviews.  
The  carers  responded  to  the  recovery  concept  and  found  it  a  valuable  and  helpful 
approach that supported their caring role.  They contributed to definitions of its meaning, 
how it could influence their caring roles and how professionals could best support both 
the service user and the carer in their journeys of recovery.  The research suggested the 
development of a model of carer recovery alongside the service user’s model.  While the 
personal  model  for  service  user  recovery  is  a  relatively  well-known  and  accepted 
concept in mental health policy, the carer recovery model is relatively unknown.  The 
model of carers’ recovery in this study embraces the carer’s journey and relates to the 
different  points  in  the  caring  journey  as  they  care  for  the  service  user  from  the 
emergence of symptoms to the point where they are self-managing their illness.
The training programme developed in this study was unique in building on a strengths 
approach to caring underpinned by an optimistic outlook.  It emphasises how they learn 
to care effectively by  caring for recovery  (caring in a way that promotes the service 
user’s recovery).  The nature of the training programme links with the carers’ recovery 
1 Expertise-by-experience and expertise-by-caring are terms used to describe 
the knowledge and expertise derived from personal experience of mental health 
issues and personal knowledge of caring. They highlight that service users and 
carers are often best placed to know the support that they need.
concept as the carers become reconciled to their  own caring identity,  relearn to live 
beyond their caring role and take up their lives again as the service user in recovery lives 
beyond their diagnosis (Davidson, 2003).
The  data  contributed  to  the  development  of  a  service  model  of  recovery.   Carers’ 
viewpoints have hitherto been unconsidered in the development of recovery oriented 
services and their views are often unaddressed in research (MHRN, 2012a; 2012b).  The 
PAR  methodology  emphasises  the  importance  of  the  participants’  learning  and 
development  in  the  research  process  which  underlines  the  need  for  their  active 
involvement in care planning processes and service planning.  This empowerment of 
carers is a key aspect of this research.
 
The contributions of the methodology and the research design along with the strengths 
and limitations are discussed, and recommendations highlighted for future research.  
1.1  Chapter outline 
The content and format of the chapters are described in this section.  
Chapter 2 sets out the context of the study.  Mental health policy in the UK from the mid  
1980s to the present is introduced with a focus on the shift from institutionalised care to 
provision of care in the community, and later models of personalisation with increased 
service user involvement.  The politicisation of mental health carers is described which 
began  with  the  emergence  in  1972  of  the  National  Schizophrenia  Fellowship  (later 
named Rethink) in response to the poor care experienced by patients in the community.  
Policies  which  were  developed  to  acknowledge,  support  and  protect  the  needs  and 
interests  of  carers  are  highlighted.  The suitability of the geographical  context  of  the 
study is described with detailed information about mental health service provision from 
the  Cambridge  and  Peterborough  Foundation  Trust.  My  personal  experiences  as  a 
service user, which underpin my desire to learn more about recovery (Fox, 2007; 2013), 
are  described and my professional  experience  of  working with  carers  is  highlighted 
(Fox, 2009).  
Chapter  3  introduces  and  discusses  the  recovery  concept  in  mental  health.   The 
experience of schizophrenia and the element of the diagnosis are described alongside a 
critique  of  its  origin  and  development.   Different  models  of  mental  illness  are 
highlighted with a discussion of the dominant medical model and the development of 
alternative models such as recovery.  The context that led to the emergence of recovery 
is explored with a focus on the personal model of recovery.  This chapter addresses the 
implementation  of  recovery-oriented  services  across  the  USA,  Australia,  and  New 
Zealand and their current impact on the British context. 
Chapter 4 highlights the existing literature on carers and sets out the role they may play 
in the recovery of people with schizophrenia.  It defines the terminology used to describe 
the carer, noting the complexity of the term.  Explanatory frameworks used to describe 
the  relationship  between  carers  and  service  users  are  considered,  followed  by  a 
discussion of the role of psycho-education in teaching carers problem-solving skills to 
care more effectively for their loved one.  Their role in the recovery process is described 
first as perceived from the viewpoint of service users and then from the viewpoint of the 
carers themselves. The carers’ needs as they support the person with schizophrenia are 
identified, followed by a description of the vision that they hold for effective service 
provision.  The need for carers to become more involved in research is highlighted and 
the  impact  that  this  has  on  their  active  involvement  in  other  settings  such  as  the 
development of mental health services or in care planning is considered.  This discussion 
reveals  the gap in  knowledge that  the research seeks to  address,  which leads  to  the 
development of the research questions.  
Chapter  5  sets  out  the  methodology  and  methods  that  support  this  research.   The 
suitability of the interpretive paradigm for this study, underpinned by PAR is affirmed. 
The involvement  of the steering group of  stakeholders  who contributed to  planning, 
development  and  implementation  of  a  training  programme  on  recovery  and  its 
subsequent evaluation is described.   I focus on the research design, which comprises the 
delivery of a training programme on the recovery approach to a group of eleven carers. 
The impact of learning about recovery on the carers’ attitudes to the caring role and their  
behaviour was evaluated at follow-up points after the training intervention.  The data 
collection methods are discussed, with more detail provided about the content of the 
training package.  Sampling aims and recruitment processes are considered, followed by 
a  discussion  of  how the  data  from the  study is  and  supported  by quality  assurance 
procedures. Finally, ethical issues in the study are addressed.  
Chapter 6 sets out the research findings, interweaving them with consideration of the 
research questions.  The first section describes the steering group’s contribution to the 
development of theory about the nature of caring and recovery.   The second section 
discusses the key findings about the carers’ understanding of recovery. The study found 
that the carers understood recovery in different ways and saw it as a rich and valuable 
concept.  I describe how their understanding of recovery changed over the course of the 
research and influenced their  caring role,  and posit  a model that suggests that carers 
traverse their own journey of recovery (Cool (Carers-one-to-one-Link) Recovery, 2003) 
as they live beyond their caring role.  The third section describes the formal evaluation 
of the training programme and its effectiveness in teaching carers about recovery.  
Chapter 7 contextualises the findings and highlights this study’s original contribution to 
knowledge.  The relationship between the carers’ journey of recovery and the service 
user  journey  are  described,  developing  a  conceptual  framework  based  on  models 
developed by Spaniol et  al  (2002) and Cool Recovery (2003).  This provides a new 
contribution to theory:  the development of a  recovery concept  for carers.   A service 
model of recovery is proposed, based on both carers’ and service users’ needs and their 
requirements  of  their  relationships  with  professionals.   The  chapter  concludes  by 
addressing the  uniqueness  of  the  training  programme and its  suitability for  teaching 
carers about the recovery approach.  
Chapter 8 considers the methodological assumptions and research design.  It discusses 
stakeholder involvement in the research programme, and examines its positive influence 
on the study.  It considers the importance of PAR in supporting the active involvement of 
experts-by-experience in the research, and highlights the different means and levels of 
involvement across the study.  I reflect on the sampling procedures used, highlighting 
their  strengths  and  weakness  and  implications  for  the  successful  research 
implementation  and  the  wider  significance  and  applicability  of  the  findings.   The 
strengths and weaknesses of the data collection strategies and their implications for the 
findings of the research are explored.  The analytical procedures are examined alongside 
a discussion of quality management issues and the impact of validity and reliability for 
this study.  
Chapter  9  concludes  the  thesis  with  a  summary  of  the  research  and  discusses  the 
significance of the findings.  The research limitations and recommendations for future 
research are considered. I conclude by reflecting on how the research has impacted on 
my personal and professional development.  
Chapter  2  introduces  the  context,  describing  pertinent  mental  health  policy  and  the 
politicisation of carers and resulting policy.  It sets the scene for the development of the 
research in this geographical locality describing the mental health provision for service 
users and carers.
Chapter 2.  The research context 
2.0  Introduction
This chapter provides an overview of the mental health policy that forms the backdrop to 
this study and locates it in the geographical, social and cultural systems that underpin its 
implementation.   The first  section  describes  key issues  in  UK mental  health  policy,  
legislation and practice from the  mid-1980s to  the present.   Mental  health  policy is 
influenced  by  interacting  macro,  meso  and  micro  factors  that  respond  to  societal, 
community, cultural and political contexts (Thornicroft and Tansella, 1999; Thompson, 
2003; 2006).  Understanding the political assumptions underpinning the development of 
this research explains the relevance of the study. 
The second section introduces the political struggle that carers in the UK have faced to 
get their  role recognised.  It  gives an overview of the policies developed to formally 
recognise carers and specify the support they can expect from mental health services. 
This focuses the thesis on its central concern.
Next, the geographical area and the socio-economic context in which the research was 
undertaken are described.  Mental health service provision in this locality is discussed 
with a particular focus on services for carers. There is a brief introduction to the local 
Carers’ Strategy followed by a description of the plans by the NHS Trust to improve 
processes of consultation with carers and provide them with better services.   This shows 
the mismatch between national rhetoric about the needs of carers and the current state of 
local  service  delivery;  highlighting  the  problems  that  carers  continue  to  face.   The 
relevance of conducting this study in England is explored, and its wider importance in 
the international context is identified.  
Finally I focus on my personal and professional reasons for undertaking the research and 
on how my own journey of recovery makes this a labour of love to bring about change 
for individuals and carers. 
2.1  Mental health policy in the UK from the mid-1980s to the present
This section covers changes in mental health policy from the mid-1980s to the present, a 
period  that  spanned  a  number  of  government  administrations:  the  Conservative 
Thatcher /Major governments, New Labour and the early years of the Coalition.  This 
period was chosen as the mid-1980s mark a watershed with legislation that formally 
enshrines the rights of people to receive care in the community (H.M. Govt, 1990) and to 
be involved more than previous eras with planning their  own care and more widely 
developing and monitoring mental health service provision.  Rogers and Pilgrim (2001) 
note  that  the  term  ‘mental  health  policy’  incorporates  legal  arrangements,  policy 
directives and service investment.  Mental health policy is ‘partly about the control of 
behaviour,  partly  about  promoting  wellbeing,  partly  about  ameliorating  distress  and 
partly about responding to dysfunction’ (ibid, p. 226).  
Factors that have influenced the development of mental health policy during this period 
include: 
- risk management processes to promote the wellbeing and protection of those with 
mental ill-health (Rogers and Pilgrim, 2001; Bogg, 2010)
- the shift of resources from institutionalised care to care in the community (Lester 
and Glasby, 2006) 
- the management of effective laws to protect public safety (Rogers and Pilgrim, 
2001)
- the professionalisation  of psychiatric occupations (Rogers and Pilgrim, 2001; 
Bogg, 2010) and the diversification of professional roles (Pilgrim and Ramon, 
2009; Golightley, 2011)
- mental health promotion and anti-stigma campaigns (Time-to-Change, 2012)
- the new relationship that service users have with mental health professionals in 
response to changing practice  (Pilgrim and Ramon, 2009)
- changes  in  legislation  (e.g.  the  Mental  Health  Act  (2007)  as  well  as  Carers 
Assessments in 1995)
- the  potential  impact  of  Payments  by  Results  on  the  development  and 
reconfiguration of mental health services.
The interplay of these factors has led to changes in the experience of the people who use 
services, those who care for them, and professionals and managers who deliver mental 
health services.  
Deinstitutionalisation brought major changes in the philosophy, context, experience and 
delivery of mental health services in the 1960s-1980s.  Care in institutions was replaced 
by care in the community with the redistribution of resources to support community 
mental health staff and relocate long-term users of care to community living.  Ramon 
(1998)  refers  to  this  as  a  process  of  ‘dehospitalisation’  rather  than 
‘deinstitutionalisation’,  describing  a  process  that  allowed  patients  to  move  out  of 
hospitals without necessarily reconnecting with their wider communities.  Care in the 
community significantly changed the experience and delivery of services.  Despite this 
sea change, experiences of social exclusion marked and continue to affect many service 
users’ lives as they struggle with living in poverty,  poor housing, and discrimination 
caused by the stigma of mental ill health (Royal College of Psychiatrists, 2009; Secker,  
2011).  
The implementation of community care was modelled in two white papers: Caring for 
People (DH, 1989) and the National Health Service and Community Care Act (1990). 
These acts represent some of the biggest changes in the welfare state since the inception 
of the National Health Service (NHS) (Lester and Glasby, 2006).  New responsibilities 
were given to local authorities to lead the development of community care, and for the 
first time, market principles were introduced into the provision of publicly-funded health 
and welfare services, leading to an internal market with a mixed economy of care.  This 
allowed local authorities to purchase social  care services  from private and voluntary 
agency providers.  Health authorities were established with responsibility for purchasing 
health care from NHS trust providers.  
Patient  care  was  reorganised:  the  long-stay  population  was  resettled  in  supported 
accommodation, becoming more visibly part of society, while   those who were newly 
diagnosed  were  more  likely  to  be  treated  in  the  community  with  support  from  a 
multidisciplinary team.  
The move to care in the community was accompanied by fears for public and patient 
safety after Christopher Clunis, a mental health patient, killed Jonathan Zito, a musician. 
The Ritchie Report (Ritchie, Dick, and Lingham, 1994) on Zito’s murder concluded that 
mental  health  systems  had  failed  to  protect  patient  and  public  safety  because 
professionals  had  not  collaborated  on  his  care,  shared  information,  monitored  his 
movements adequately or assessed his risk appropriately.  Campaigning organisations 
such  as  SANE  (Schizophrenia:  A  National  Emergency)  deliberately  exploited  the 
public’s fears and campaigned for increased defensive practice.  SANE is a pro-carers 
group that highlights poor practice but arguably ignites discrimination against those with 
a diagnosis of schizophrenia. 
The emphasis on care in the community led to a drop in the number of inpatient beds for  
those in acute crisis, increasing pressure on bed occupancy, and resulting in a higher 
threshold of mental illness for hospital admission, a concentration of people with more 
acute symptoms and increased disturbance on acute wards (Quirk and Lelliot,  2001). 
This problem persists today.  Services that focus on recovery emphasise the importance 
of hospital as a ‘springy safety net’ (Roberts and Wolfson, 2004) with voluntary access 
an ‘asylum’ for those who need support.  However, too often this is not the case, with 
many service users reporting poor experiences of inpatient wards that impede rather than 
promote  recovery  (Mind,  2004)  with  little  nurse-patient  contact,  and  staff  often 
experiencing low morale and high sickness rates (SCMH, 2004).  
Community Mental Health Teams (CMHTs) were established to deliver the new model 
of  care  in  the  community.   They  promoted  multidisciplinary  working,  allowing 
professionals  from  different  backgrounds  and  models  of  practice  to  influence  the 
delivery of care. This new way of working was alien to many professionals as mental 
health care was no longer concentrated in larger ‘total  institutions’ (Goffman, 1961), 
most being delivered at primary care level as service users resided in the community; 
however,  even  today  service  users  and  carers  report  that  GPs  lack  mental  health 
awareness  and are  slow to  react  to  deterioration  in  mental  wellbeing  (Repper  et  al, 
2008a).  The Care Programme Approach (CPA), a care management model to support 
multi-professional collaboration in the treatment of services users in the community and 
to provide a framework to support new ways of working, was introduced in 1995.  It was 
intended to provide a coordination system to ensure comprehensive holistic assessment, 
a care planning and reviewing framework, and exists to this day as the major process for 
supporting and planning mental health service users’ care, but is criticised as becoming 
too administratively oriented, and insufficiently recovery oriented (Pilgrim and Ramon, 
2009).
During this period of system change, the move towards internalised markets allowed a 
more  consumerist  service  use  model  to  emerge  (Barnes  and Cotterell,  2012)  as  the 
Griffiths Report (Griffiths, 1988) had earlier focused on the introduction of customer 
satisfaction surveys and market research in NHS services.  Local Authorities and the 
NHS  set  up  initiatives  to  involve  service  users  in  consultation  and  planning.   The 
Standing  Advisory  Group  on  Consumer  Involvement  in  the  NHS  Research  and 
Development Programme was initiated in 1996, later named INVOLVE.  This model of 
consumerism became a major tenet of New Labour reforms in later years, as discussed 
below.
Change in the culture and delivery of services from total institutions (Goffman, 1961) to 
care  in  the  community  was  accompanied  by  the  development  of  empowerment 
philosophies  (Ramon  1991)  such  as  social  role  valorisation  and  normalisation 
(Wolfensberger 1972; 1983) and O’Brien’s (1988) five accomplishments. This reflected 
the rich flow of notions of user empowerment that accompanied the philosophy of the 
reintegration of service users into communities, even if reintegration was more rhetoric 
than  reality  (Ramon,  1991).   Brandon  (1991)  reflects  on  how  the  principles  of 
normalisation influenced professional practice, for the first time allowing practitioners to 
understand the importance to service users of living ordinary lives in the community. 
The strengths  approach in  social  work (Rapp, 1992;  1998;  Rapp and Goscha,  2012) 
promoted a  new way of  working focusing  on consumers’ strengths  rather  than their 
deficits.  
Accompanying  the  change  in  philosophy,  the  implementation  of  direct  payments, 
emerging from research into service brokerage (Brandon and Towe, 1989), offered a new 
model of practice.  Direct payments were initially made available to service users in 
1996 under  the  Community Care  (Direct  Payments)  Act  1996.   This  allowed social 
services to provide cash payments in lieu of services to people assessed as eligible for 
community care.  Direct payments were taken up very slowly by people with mental 
health  needs;  there  was  often  little  information  available  about  the  processes  and 
advantages  involved,  and  people  who  became  mentally  unwell  were  assessed  as 
incapable of  managing their  own funds to  purchase support  (Glasby and Littlechild, 
2009).   The model was further expanded with the development of personalisation in 
health and social care services from 2006. 
In 1997, New Labour came into power with a commitment to rebuilding the NHS. The 
wider health agenda during this period emphasised:
- choice in the location of hospital treatment (DH, 2008a)
- the necessity of partnership between patients and staff (DH, 2008a)
- the need to  tackle stigmatisation through mental  health  promotion and public 
campaigns such as Time to change (DH, 1999a; Time-to-change, 2012)
- choice in treatment regimes and the provision of talking therapies (DH, 2009)
- the development of functionalised teams to support people at different stages in 
their recovery (DH, 1999a; DH, 2000a).
Shortly after the election, the Secretary of State for Health, Frank Dobson, declared that 
care in the community had failed.  He was particularly concerned about patients who 
were a nuisance or a danger to themselves or others (Dobson, 1998).  Two key policy 
documents  were developed in response to  his  concerns:  Modernising Mental  Health  
Services: Safe, Sound and Supportive (DH, 1998) and the National Service Framework  
for  Mental  Health  (DH,  1999a).  The former  promised to  ‘modernise’ mental  health 
services, increase access to services and involve service users and carers in the planning 
of  services,  while  the  latter  specified  seven  standards  focusing  on  mental  health 
promotion, improved quality of care, increased access to services, services for carers and 
suicide prevention.2  This was accompanied by an injection of money to develop and 
improve mental health services.  Pilgrim and Ramon (2009) believe that the focus was 
firmly on the institution of ‘safe’ and risk-averse services rather than the introduction of 
more supportive services.  This focus was despite the successful resettlement of many 
former long-stay institution patients (Leff et al, 2000).  
To ensure the delivery of safe, supportive and effective services, mental health provision 
was  reorganised.   Functionalised  mental  health  teams  were  developed  to  provide 
specialist services to particular kinds of clients who needed additional support, assertive 
outreach or support at times of crisis (DH, 1999a; DH, 2000a).  The CMHTs were seen 
as the central delivery arm of care in the community, with duties to liaise with primary 
care and refer patients to more specialised teams.3 Health and social care teams were 
brought together in partnership trusts with the aim of ensuring that service users received 
a  more seamless service and benefited from practitioners’ interdisciplinary approach. 
This  process  of  wholesale  reorganisation  responded  to  the  need  for  collaboration 
identified in a number of acts (the Health  Act 1999, the Children’s Act 2004, the Local  
Government  and  Public  Involvement  in  Health  Act,  2007),  but  was  particularly  a 
response to Lord Laming’s report on the death of Victoria Climbie (Laming, 2003) .  
2 See Appendix 1 and 2.
3 See Appendix 3.  
As they were subsumed into community mental health teams dominated by the medical 
model, social  care staff were concerned at  the loss of their  identity (Carpenter et  al, 
2003).  Tew (2011) reminds us of the importance of the social perspective on mental 
health that is delivered by social workers trained in the social model. It ensures that the 
psychosocial model is at the centre of assessment and allows service users to access 
services that reflect their needs holistically rather than focusing on the medical model of 
care.   The  Ten  Essential  Shared  Capabilities  (NIMHE  and  SCMH,  2004)  were 
accordingly designed to provide interdisciplinary standards for health and social  care 
professionals, focusing on the recovery model.  
The social inclusion agenda was advocated by New Labour as it sought to tackle social 
exclusion  for  people  from  disadvantaged  backgrounds  including  service  users  with 
mental  ill-health.   (ODPM, 2004a;  2004b).  Secker  (2011) identifies two elements  of 
social exclusion: the first relating to the deprivation of rights as a member or a citizen of 
a particular group, community, society or country; and the second relating to the lack of 
opportunity to participate in key functions or activities of society. The former relates to 
the politics of mental health whilst the latter relates to experiences of stigmatisation by 
society – notions of social inclusion are central to this research as a feeling of belonging 
is fundamental to recovery (Royal College of Psychiatrist, 2009; Tew et al, 2012,).
Following the increase in multidisciplinary and interdisciplinary working, New Ways of 
Working  (NWW) (DH,  2007a)  reconfigured  the  way that  staff  roles  and  duties  are 
defined.  Professional groups received extended powers and responsibilities which, for 
example,  allowed community mental  health  nurses to  take on prescribing roles  with 
further  training;  although  very  few  of  those  who  completed  the  training  in 
Cambridgeshire were given responsibility for prescription.  Many professionals found 
NWW difficult because it incorporated a dilution of professional standards and roles. 
Although there was an emphasis on working to a recovery model in the development of 
the new standards, Pilgrim and Ramon (2009) believe that the wider process focused on 
the medical model rather than recovery.  New roles were created with the development 
of Support Time and Recovery Workers, people with experience of mental ill-health who 
used their knowledge of recovery to support their peers (DH, 2007b).  The development 
of  peer  support  workers  is  increasingly  acknowledged  as  being  of  real  value  in 
supporting  the  recovery  of  people  with  mental  ill-health  (Repper  and  Carter,  2010; 
Cheeseman, 2012).  Peer support workers use their own knowledge of personal recovery 
as experts by experience to mentor other service users in the recovery process, helping 
them to self manage and learn to cope with their mental illness.
Major changes accompanied the reconfiguration of services as NHS organisations were 
constantly evolving and being reorganised.  CPA, the major care management process, 
was redefined in October 2008 to support only those who, before this, were eligible for 
enhanced CPA4 (DH, 2008a).  Many service users saw this as a denial of their right to 
receive services, as only those with the severest mental health needs were now able to 
access specialist mental health services (Rethink, 2013).  In the UK there is no right to 
receive services apart from the right to aftercare following compulsory detainment in 
hospital under Section 117 (MHA, 2007).  Service users and carers felt let down when 
the amendments to the Mental Health Act (MHA) (2007) failed to secure the right to 
receive services,  known as the ‘principle of reciprocity’ (Pilgrim and Ramon, 2009). 
Recovery-oriented  services  advocate  that  service  users  should  not  necessarily  be  in 
contact with services all their life, but should have access to professionals ‘on tap’ when 
they need them (Roberts and Wolfson, 2004; Stickley and Wright, 2011a); some users 
believe  that  the  withdrawal  of  services  from those  ‘in  recovery’ is  a  by-product  of 
current mental health policy connected to the 2008 reorganisation of the CPA (Rethink, 
2013).
 
The rhetoric  underpinning many of the major changes in  the NHS was of increased 
public involvement in health and social care decision-making processes, with flexibility 
and choice in service delivery.   The NHS Plan (DH, 2000a, p. 88) promised greater 
partnership with all patients with services ‘shaped around the convenience and concern 
of patients’ with patients having ‘more say in their own treatment and more influence 
over the way the NHS works’.
The Primary Care Trusts (PCTs) were seen as the flagship of the reconnection of local 
service  provision  with  the  needs  of  local  people.   PCTs  were  responsible  for 
4 The  CPA originally  had  two  levels:  standard  and  enhanced.   The  former 
governed the care of those with less complex needs, while the latter governed 
the care of people with complex and severe mental health needs requiring multi-
disciplinary input.  
commissioning services that matched the needs of the local population (DH, 2005) to 
ensure connection between local public health policy and the delivery of appropriate 
services.5  NHS organisations now had to consult with patients and the public at an early 
stage of planning or changing services and when undertaking new research (Health and 
Social  Care Act,  2001).   Further  reorganisation  followed,  as  organisations  providing 
mental  health  services  became Foundation Trusts.   These had greater  fiscal  freedom 
from  government  to  develop  their  own  specialities  and  deliver  locally  accountable 
services.  They had a duty to elect service users, carers or members of the public to sit on 
their boards to strengthen their accountability to the public (DH, 2002).  
Alongside  this,  the  Expert  Patients  Programme  (EPP)  (DH,  2001a)  was  initiated  to 
enable people with long-term chronic health conditions to learn techniques to manage 
their symptoms more effectively and become experts on their own illness. This had the 
potential for redefining the individual relationship between professional and service user. 
Pilgrim and Ramon (2009) remark that the EPP failed somewhat as it was an American 
programme  taken  off  the  shelf  and  transported  into  the  English  context  without 
adaptation to suits the needs of UK users with only medical information about mental 
illnesses given to experts patients.  This is particularly problematic in mental health as 
different models of mental illness are emphasised by different professional groups who 
argue diverse causes for its origins. 
5 In  the  late  1980s  under  the  Conservative  government,  GP  practitioners 
assumed fund-holder status and began to purchase services directly to support  
their patients and families.  Labour abolished the internal market within the NHS 
and GP fund-holding (DH, 1997) and reformed GP practices into Primary Care 
Groups which could commission local services.  Primary Care Groups were later 
amalgamated to become Primary Care Trusts (DH, 2001c), which had a duty to 
commission services to meet the needs of the local population.  In 2005 smaller  
PCTs were amalgamated into bigger ones to achieve economies of scale, and 
many believe that PCTs lost their connection with the local population then.  The 
coalition  government  plans  to  abolish  PCTs  and  replace  them  with  GP-led 
commissioning.  It  appears that policy has gone full  circle with a return to a 
situation resembling to GP fund holding. 
It is questionable whether the user involvement policy has been proactive in generating 
increased  participation  in  decision-making  or  reactive  in  responding  to  the  user 
movement that has grown in the UK and across the more developed world (Beresford 
and Branfield,  2012).   Effective user  involvement  in  mental  health  has  grown more 
organically than the political context would suggest; it has developed more along the 
lines  of  a  democratic  than  a  consumerist  model  of  involvement  (Beresford  and 
Branfield, 2012).  The democratic model of user involvement emphasises the importance 
of citizenship, equal opportunities and the development of a rights- and responsibility-
based society.   Some writers argue that the user involvement tradition developing in 
spite  of  rather  than  because  of  mental  health  service  developments  (Beresford  and 
Branfield, 2012).  
The  personalisation agenda is a model of practice that seeks to optimise individual 
users’ choice  and  control  of  social  care  resources,  building  on  the  notion  of  user 
involvement in care.  It is now the model for the delivery of services and is preferred by 
the current government. It was given greater prominence with Our Health, Our Care, 
Our Say (DH, 2006a), building on the work of Brandon and others (Brandon and Towe, 
1989) who campaigned for the rights of service users to receive direct cash payments in 
lieu of social services in the mid 1990s. The emphasis on personal budgets is intended to 
give service users greater control over the cash available for their care, ranging from 
complete control of it to knowing how much is available, what services they can buy, 
and how.  This has been further extended with the suggestion of individualised budgets, 
which can include payments in lieu of health and social care services.  Its take-up by 
people with mental health issues has been limited.  Recent research, however, highlights 
the need to provide clear and accessible information to help people to make the right 
decisions about their needs (Newbronner et al, 2011).  The report concludes that service 
users need support to access individual budgets from an empowering professional who 
consults with the carer (when they are involved in the direct care of the client) on their 
potential role in helping to manage it.   
Secker  (2011)  has  argued  that  personalisation  models  address  experiences  of  social  
exclusion  but  fail  to  support  the  social  inclusion agenda.   Spandler  (2007),  cited  in 
Secker (2011) notes that the personalisation agenda seeks to remedy the experiences of 
social  exclusion  for  individual  service  users  rather  than  addressing  the  collective  
responsibility of society to address the structural barriers which impede social inclusion. 
Spandler (2007) cited in Secker argues that the experience of social exclusion is derived 
from a deficits model of mental health, whereby assumptions are made that the service 
user’s ‘low aspirations and fatalism’ prevent them from participating in society rather 
than believing that ‘structural barriers in society work to exclude people’  (Secker, 2011, 
p. 506). This places the responsibility for social exclusion on the service user, rather than 
acknowledging  society’s  responsibility  in  impeding  their  opportunities  to  engage  in 
wider mainstream activities.  
Culham  and  Nind  (2003)  similarly  note  that  social  role  valorisation  (SRV) 
(Wolfensberger,  1972;  1983)  that  underpins  person  centred  planning  in  learning 
disability theory (O’Brien,  1988;  O’Brien and O’Brien,  1998) lacks  reference to  the 
social inclusion agenda.  They argue for the importance of the social model of disability 
in social role valorisation theories which places responsibility on society for impeding 
disabled people’s inclusion as full citizens in their communities, e.g. a person who uses a 
wheelchair  is  denied  physical  access  to  a  building  because  there  is  no  ramp;  their 
impairment  does  not  impede  access  rather  the  physical  structural  barrier.  Indeed 
Beresford (2010) notes the importance of the social inclusion agenda to mental health 
models and argues for their greater reference to the social model of disability; and in Fox 
(2011a) I argue for a greater alignment between the social model of disability and the 
recovery model.  
 
The introduction of these policies and the reorganisation of the NHS claimed to place 
service users at the centre of care and promote choice in treatment, seemingly moving 
towards a more liberal form of health care.  An emphasis on greater choice in health care 
has been counterbalanced by developments in coercive mental health treatment.  The 
Mental Health Act  1983 (amended by the MHA 2007) sets  out the legal  criteria for 
detention in hospital for assessment and treatment, and the rights of patients detained 
under the Act.6 The 2007 MHA amendments introduced Community Treatment Orders 
to allow some patients subject to this order to be recalled to hospital if they were not 
compliant with specified arrangements agreed with mental health practitioners for their 
care, including medication compliance or living at a particular address).  It extended the 
role of Approved Social Worker to professions other than social workers, reducing the 
importance of the social perspective when undertaking mental health assessments.  The 
6 See Appendix 4.  
MHA (2007) extended patients’ right to make decisions through Advanced Directives, 
such as  a  decision  to  refuse  ECT7 and  introduced  the  right  to  advocacy for  people 
detained in hospital.  
Up to today, carers have had a significant role to play in the mental health assessment 
process in the Mental Health Act (1983).8  Identification as the nearest relative (NR) in 
the UK is determined on a hierarchy of nearest relationships and age.  The Approved 
Mental  Health  Practitioner  (trained  to  undertake  and  co-ordinate  mental  health 
assessments for admission into hospital) must involve the nearest relative in the process 
and seek their agreement where possible.   The role of the nearest relative was drafted in 
the  mental  health  legislation  to  protect  the  service  user  from arbitrary  processes  of 
‘sectioning’ against their will and to ensure the use of the least restrictive option.  
While  other  legislation  has  strengthened the  role  of  the  carer,  the  MHA (2007)  has 
weakened  the  role  of  the  nearest  relative  in  the  assessment  process  by  allowing 
professionals to apply to the County Court for their displacement when their actions are 
considered inappropriate  or  counterproductive.   This  has  placed more powers  in  the 
hands of clinicians and removed power from the nearest relative.  According to Rapaport 
(2005), the role of the nearest relative (NR) in mental health legislation can potentially 
be  very  empowering  for  the  service  user,  although  it  depends  on  the  relationships 
between a specific NR and a specific service user.  Rapaport describes this relationship 
during  the  mental  health  assessment  process  as  an  example  of  reciprocal  role 
valorisation (RRV) seeing this relationship as akin to that of the advocate in the mental 
health assessment process.  
7 The MHA (2007) was supported by implementation of the Mental Capacity Act 
(2005).  The ‘Bournewood’ problem, which plays out when patient are detained 
under MHA (2007) but lack the capacity to consent or refuse treatment,  has 
been resolved by the Deprivation of Liberty Safeguards.  Five principles were 
introduced to ensure that people without capacity who are detained have some 
right to refuse or consent to treatment (see Appendix 39).
8 The legislative powers of the nearest relative are found in Appendix 5.  
The UK mental health acts are very different from other health acts because of their 
focus on instances of high risk and compulsory action: the commitment to service users 
with other chronic health conditions focuses on choice,  support and decision-making 
based on a partnership between the clinician and the patient.  Implicit in the arguments 
about user involvement in mental health is the experience of mental health services as 
coercive, punitive and discriminatory.  Many service users feel that they are more often 
survivors than consumers of mental health services (Beresford and Branfield,  2012).  
Beresford  and  Branfield  (2012,  p.  37)  state  that  the  history  of  disabled  people’s 
movements  is  characterised  by  the  ‘segregation,  isolation  and  degradation  – 
unintentional  or  otherwise  –  of  disabled  people  and  service  users’.   The  Labour 
government’s  rhetoric emphasised choice yet focused on the development of more risk-
averse services in response to concern about public safety (Pilgrim and Ramon, 2009).
In the final years of the Brown government, a review of the NHS undertaken in 2008 by 
Lord Darzi (DH, 2008b) focused on helping people to stay healthy through working in 
partnership with staff.  New Horizons (2009) aimed to build on the foundations of the 
National Service Framework for Mental Health (DH, 1999a) by setting out the next 
stage in Labour’s strategy for improving mental health in England by 2020.9 Another 
flagship  enterprise,  the  Improving  Access  to  Psychological  Therapies  (IAPT) 
programme, greatly increased resources for the delivery of psychological therapies to 
around 900,000 patients suffering from mild to moderate mental health difficulties such 
as anxiety and mild depression.  
This marked the end of the Labour government’s 13-year struggle with mental health 
policy,  a  period  of  great  NHS reorganisation  and  renewal,  changing the  delivery of 
mental health services.  Labour promised greater investment in mental health services, 
although many think that this claim was over-inflated (Pilgrim and Ramon, 2009). It 
promised greater opportunities for user involvement, although this has been questioned 
(Beresford  and  Branfield,  2012),  and  it  extended  new  methods  of  delivering  and 
receiving services through personalisation, although difficulties have been raised with 
these processes (Newbronner et al, 2011).  It was a time of great promise tinged with 
disappointments, and made many changes to how services are experienced by service 
users and carers.  
9 See Appendix 6.  
A few months after the election of the Coalition in 2010, No Health without Mental 
Health (DH, 2011a) was published, promising:  
- extensive funding to improve the Access to Psychological Therapies programme 
(IAPT)
- funding for the Time to Change anti-stigma campaign (£18 million) 
- a focus on a cross-government approach to  public health, early intervention and 
recovery, and reducing stigma.
Funding for the IAPT programme marked recognition of the importance of the provision 
of talking therapies in enabling recovery.  
The Coalition emphasised the importance of service users returning to work, lamenting 
the ‘welfare scroungers’ who claim disability benefits unfairly as a drain on society. 
Many  service  users  with  long-term  mental  ill-health  felt  tainted  by  these 
pronouncements, which elicited protest from service user groups. Fox and Ramon (2011) 
raised  concern  about  the  unfairness  of  processes  used  to  assess  people’s  capacity to 
work, as returning to work too early can undermine and disrupt the recovery process.  
The  liberalisation  of  financial  arrangements  in  the  NHS  is  reflected  in  the 
implementation of Payment by Results  (PbR) in  2005 which now extends across all 
forms of NHS delivery, including mental health (DH, 2011b).  The three building blocks 
of  PbR  are  classification,  currency  and  costing10 (DH,  2011b)  which  underpin  the 
arrangements that allow commissioners to pay for actual services that are provided by 
NHS  organisations.  Draft  guidance  (DH,  2011b;  2011c)  suggests  that  clustering 
processes will dominate the administrative systems that support financial arrangements 
(DH, 2011c) necessary to the practical operation of PbR from 2012/13.  A mental health 
care cluster identifies the needs of the service user, takes into account their diagnosis and 
suggests the kind of care they will require.  
10 A person is classified into a healthcare resource group (HRG) that reflects 
their  diagnosis and needs.  Each intervention or  treatment cannot  be priced 
separately they are therefore grouped into currencies, the unit of healthcare for 
which payment is made.  The currency is then analysed and attached a cost and 
assigned a price.  The price is evaluated and paid at a national rate for agreed 
care.
PbR seems an antithesis to current mental health policy which promotes the importance 
of user-centred, user led care (DH, 2011a); it  suggests rather a reconfirmation of the 
dominance of the medical model of mental health that emphasises the primacy of the 
clinician in diagnosing and treating mental illness. It remains to be seen if this is little 
more than an accounting procedure, or whether it reflects a change of direction in care 
services  as  administrative  procedures  to  support  financial  processes  may  replace 
recovery models (DH, 2011b; 2011c). 
Despite  this,  much  research  currently  underpins  the  development  of  organisational 
change in mental health to transformative recovery services.  Shepherd, Boardman and 
Burns (2010) identify 10 key organisational challenges that support the implementation 
of recovery services.11 The process is based on a methodology of co-production between 
stakeholders and ‘depends on changing the ways in which things are done, rather than on 
an injection of new resources’ (ibid, p. 4).  The methodology is two staged:  the first 
stage  is  a  benchmarking assessment  using  the  10  key organisational  challenges;  the 
second  stage  requires  the  development  of  a  SMART12 action  plan  to  refocus  the 
organisation towards a recovery orientation.  The action plan proceeds via an internal 
audit loop (or ‘Plan-Do-Study-Act’ cycle) to produce sustained organisational change 
(Iles & Sutherland, 2001) that is monitored and evaluated via service indicators and data 
sets which evidence progress against each challenge. 
The Refocus for Recovery programme (http://researchintorecovery.com) which began in 
July  2009  seeks  to  develop  a  manualised  recovery  intervention  for  use  in  adult 
community mental  health  teams to transform traditional  mental   health  services  into 
recovery oriented mental health services.  The REFOCUS study is taking place in South 
London and Maudsley NHS Foundation Trust and 2gether NHS Foundation Trust in 
Gloucestershire.  The programme will develop 
- recovery-focussed fidelity measures and outcome measures
- manualised recovery interventions
- randomised controlled trial evidence
11 See Appendix 7).  
12 SMART goals are Specific, Measureable, Agreed-upon, Realistic, Time-based
This approach is intended to contribute to organisational change across both teams and 
the mental health systems.
The  Implementing  Recovery  Oriented  Change  (ImROC)  programme  began  in  April 
2011, supporting twenty-nine NHS mental health provider organisations in the UK, to 
pilot  the organisational change of recovery oriented services in mental health (MHN 
NHS Confederation, 2012).  Intensive individualised support was provided to six pilot 
sites which received expert advice on employing and establishing the role of paid peer 
support workers in clinical teams, on the establishment of a local recovery college,13 and 
through the provision of training co-produced and delivered by experts by experience 
and professionals to all stakeholders and key staff within mental health services.  The 
project  team  (MHN  NHS  Confederation,  2012)  found  that  these  key  foci  could 
encourage change in practice and culture of organisations.  
Action learning sets  in the pilot  areas were established to develop learning and best 
practice in delivery of mental health services through bottom up change rather than top 
down implementation underpinned by partnership-working between service users and 
carers  key.   The  project  team  (MHN  NHS  Confederation,  2012)  find  the  10  key 
organisational  challenges  helpful  in  implementing  recovery  however  note  their 
limitations with regards to the needs of carers and people from BME Groups.  They 
believe that a sound and well-defined outcome framework for recovery needs to include 
improved quality of experience, enhanced subjective perceptions of hope and control, 
and the achievement of personally relevant life goals.  They note that lack of resources 
and the  format  of  traditional  practice are  seen as  barriers  to  effective organisational 
change.   They believe  that  recovery change will  require  a  ‘big  bang’ (ibid,  p.6)  as 
services are reconfigured and practices are changed with the development of a local 
recovery college and the employment of peer support workers.
13 Study and training facilities that provide a range of courses and resources for  
service  users,  families,  friends,  carers  and  staff  with  the  aim  of  supporting 
people to become experts in their own self care and for families, friends, carers 
and staff to better understand mental health conditions and support people in 
their recovery.
As the country emerges from a period of fiscal austerity, it remains to be seen how the 
government will further develop mental health services and change the direction set by 
New Labour although the government remains committed to the recovery model in its 
latest  mental  health  policy  (DH,  2011a).  Although  Shepherd,  Boardman  and  Burns 
(2010)  note  the  planned  agenda  for  change  proposed  by  payment  by  results 
arrangements  they  emphasise  the  importance  of  using  these  proposed  changes   ‘as 
levers’ to ‘drive the performance of providers towards more recovery-oriented delivery’ 
(p.4).  They see the opportunity for recovery whilst acknowledging that limited resources 
and  rapid  policy  changes  place  increasing  demands  on  the  ability  and  capacity  of 
individuals and organisations to implement recovery in mental health.  
Summary
Section 2.1 has provided a historical review of mental health care since the 1980s.  It has 
shown  how  deinstitutionalisation  led  to  care  in  the  community  and  the  inherent 
difficulties faced during these changes.  The section has explored Labour’s promises of 
investment  in  the NHS which led to changes  in  the constitution of services  and the 
extension of traditional professional roles, and highlighted political efforts to increase 
service user and carer representation in the development and planning of mental health 
services  and  choices  about  care.   The  contradictions  inherent  in  the  assumed 
liberalisation of mental health care with the implementation of the MHA (2007) have 
been explored. This section has provided the policy context to this study, highlighting 
the socio-political background and the assumptions inherent in this thesis.
2.2  The carers’ movement and the politicisation process
This section introduces the formation of the National Schizophrenia Fellowship (NSF) in 
the 1970s, which gave a voice to the carers’ movement, and provides an overview of the 
raft  of  policies  that  followed from 1995 onwards,  partly  in  response  to  intense  and 
persistent lobbying by carers’ representation groups. 
The development of the NSF in 1972 was a pivotal point in the politicisation of carers 
(NSF, 2002).  Pringle published ‘A Case of Schizophrenia, by a Correspondent’, in The 
Times of May 9th 1970, describing the difficulties experienced by a family supporting a 
relative with schizophrenia at home.  He dismisses the notion that schizophrenia may be 
caused by parents, and notes the increased burden on carers following the closure of 
mental health institutions.  This article was a rallying point for many carers as they came 
together into a carer group to campaign for better services for both themselves and their 
relatives: the NSF was formed.  NSF (2002, p. 5), which describes its development, 
states: 
‘A strong motivation for the eventual foundation of NSF was the recognition that 
a  specific  voluntary  organisation  focussed  on  schizophrenia  was  needed  to 
promote the welfare and build the confidence of carers and users of services. It 
was considered very important to seek and reinforce the views of sensible and 
well-informed experts and, with their help, to present a reasoned account of the 
problems posed by schizophrenia to government.’ 
NSF  was  a  strong  force  for  change,  adopting  a  highly  medicalised  perspective  of 
schizophrenia  emphasising  the  importance  of  professional  knowledge  and  expertise 
rather than expertise-by-experience.  Membership grew slowly from around 300 in 1973 
and 800 in 1975, reaching 3000 by 1981. By 1975 there were 60 local groups which 
doubled to 120 by 1978 (NSF, 2002).  
In  2002  NSF  changed  its  name  and  became  ‘Rethink:  Severe  Mental  Illness’,  an 
organisation that began to embrace change for service users as well as carers, possibly 
diluting the influence that carers had from having an organisation representing their own 
interests.  National Rethink is active in research and has a stake in key projects such as  
Time  to  Change,  a  national  anti-stigma  campaign.   Local  regions  organise  varying 
facilities to support carers and service users, and local relatives’ groups often provide 
mutual support groups, helplines and advice services for carers.  The Princess Royal 
Trust  for  Carers  (PRTC) has  latterly also begun to focus on the needs  of carers for 
people  with  mental  health  problems,  holding  their  first  national  Mental  Health 
Conference in 2001.  This area was traditionally covered by mental health organisations 
such as Rethink and Mind, but demand for the development of increased support was 
recognised with the NSF MH (1999).  
About  half  of  those  with  serious  mental  health  needs  in  the  UK live  with  and are 
supported by family and friends (DH 1999b).  In the UK that there are 5.2 million carers, 
of which over 1 million care for somebody for more than 50 hours a week (DH, 2008c, 
p.33) and about 1.5 million may be caring for someone with mental health problems or 
dementia (Arksey et al 2002, p. 13).  Their support saves public services an estimated 
£87 billion per year (House of Commons Work and Pensions Committee, 2008, p. 5), 
with carers in South Cambridgeshire alone saving the economy £144 million per annum 
(CPFT power point, 2012c).  Carers are an economic force in this country, and as such 
are politically important as voters.  
Caring for People provided the first official acknowledgement of the carer’s role (DH, 
1989).   The  Carers  (Recognition  and  Services)  Act  (H.M.  Govt,  1995)  formally 
recognised the carer’s role,  giving them a right to an assessment of their own needs 
independently of the person they cared for, on request from their local authority.  The 
Carers  National  Strategy  (DH  1999b)  further  identified  three  strategic  elements  of 
caring: information, support and care for carers, and conferred the right to support in 
their choice to care and involvement in the planning and monitoring of services for the 
care of the person they support.14  The NSF for Mental Health (DH 1999a) Standard 6 
focused on the needs of mental health carers,  stipulating that carers for CPA service 
users have a statutory right to an assessment of their needs.  The executive summary 
acknowledges  their  vital  role  in  caring  and  emphasises  that  providing  information, 
advice and support to carers can optimise service user outcomes (DH 1999a).  
The Carers and Disabled Children’s Act (H.M. Govt, 2000) gives carers over 16 years 
old who care for someone over the age of 18 the right to an assessment of their needs, 
even if the person they are caring for is not assessed, and the right to receive direct 
payments  for  their  own  care  services.15  The  NHS  Plan  (DH 2000a)  committed  to 
providing 700 additional support workers by 2004 to increase the breaks available for 
carers  and  strengthen  support  networks.  The  Carers  Equal  Opportunities  Act  (H.M. 
Govt, 2004a) states that local authorities have a duty to inform carers of their right to an 
assessment and that the carer’s work, leisure and lifelong learning needs must be taken 
into account in the assessment process.
Recognition of their political status led to carers demanding participation at local and 
national levels in the planning, monitoring and review of services.  The opportunities for 
this  have increased over the last  10-15 years (H.M. Govt,  1995; DH, 1999a; 1999b; 
H.M. Govt, 2004a; DH, 2008c; 2010; H.M. Govt, 2010).  DH (1999a) recognises the 
14 Information to make them real partners in the provision of care to the person they care for.  Support for 
Carers from the communities in which they live, and in the planning and provision of services. Care for 
carers so that they can make real choices about the way they run their lives. 
15 For young carers under 16, The Carers (Recognition and Services) Act (1995) gives children the right  
to an assessment, while the Children’s Act (1989) gives children in need the right to service provision.
importance of involving carers in the planning and monitoring of services.  It states (ibid 
p. 5) that people should be able to expect that services ‘...involve services users and their 
carers in the planning and delivery of care’.
The Scottish Nursing Review (The Scottish Executive, 2006) underlines the importance 
of a culture of recovery and working with carers as well as service users.  The Carers 
Strategy (DH, 2008 p 38) recognises the role of the carer as expert in their caring role,  
which means: 
‘... ensuring that professionals … should recognise that while the person being 
looked after is usually the expert in their own care, the carer too is a real expert. 
That  being the case,  carers  should be consulted as  partners  in care and their 
unique knowledge and expertise recognised.’  
The Carers Strategy (2008, p. 9) goes on to state that support should be offered to carers 
‘tailored to their individual needs’ enabling them ‘to maintain a balance between their 
caring responsibilities and a life outside caring, while enabling the person they support 
to be a full and equal citizen’.
The latest  Carers  Strategy (DH, 2010 p.  10),  introduced by the current  government, 
recognises how carers ‘have developed an expert  knowledge of the condition of the 
person  they  are  supporting  and  have  a  close  understanding  of  that  person’s  own 
aspirations and needs’.  It focuses on carers’ right to a life outside caring and need for 
personalised  support  to  enable  them  to  have  a  family  and  community  life,  as  the 
previous government promised. It commits to enabling carers to work or be involved in 
education and believes that adults of working age caring for someone should not have to 
give  up  work  in  order  to  be  a  carer  (DH,  2010).  It  has  therefore  strengthened  the 
protection of carers in the workplace and from discrimination in seeking work in The 
Equality  Act  (H.M.  Govt,  2010)  by  recognising  their  need  for  flexible  working 
conditions.  DH (2010) promises to involve carers from the outset in both designing 
local care provision and planning individual care packages, building on the vision of the 
Big  Society  which  seeks  to  create  stronger  links  between  the  community  and  its 
members.
Recognition of the role of the carer in the support they give to the service user is now 
well documented.  The politicisation of carers’ role and their need to be involved in the 
development,  planning  and  monitoring  of  services  is  now  evident  in  mental  health 
policy.  Carers are acknowledged as service consumers with an interest in the provision 
and development of services.  Despite this rhetoric, the current government does not 
offer carers any more support than the previous government did.  This underlines the 
importance of continuing to highlight the needs of carers and to acknowledge their role 
in the recovery of the service user. 
2.3  The research context 
This section sets out the socio-economic context and local geographical environment 
that influenced the development of the research.  It provides demographic data about the 
local population and how ethnic status influences the use of mental health services and 
details of the local authority’s provision for carers, with an introduction to the Carers’ 
Strategy.  Local mental health service provision is described with a particular focus on 
the experiences of carers, followed by a discussion of the Mental Health Trust’s proposal 
to  develop  services  for  carers  alongside  the  current  provision  for  this  group.   The 
suitability  of  the  locality  for  the  study and  its  place  in  the  international  context  is 
discussed. 
The socioeconomic and geographical contexts of the study
This study was conducted in Cambridge, in the Eastern Region of England.  Cambridge 
is situated about 1 hour from London and 40 minutes by car or train from London’s third 
airport,  Stansted (Cambridge County Council,  (CCC) 2012a).   An estimated 605,000 
people  lived  in  Cambridgeshire  in  2010,  of  which  111,000  were  aged  0-15  years, 
405,000 15-64 years and 99,000 were over 64. Cambridge itself had a population of 
120,000 (CCC 2012b, 23.08.12).  
Cambridge  is  home  to  two  universities:  the  leading  international  University  of 
Cambridge and Anglia Ruskin University, on the site of the former Ruskin School of Art 
founded by John Ruskin.  The university status of the town influences the population of 
Cambridge: it has a high student population and attracts a large number of international 
summer-school students.  Cambridge is an affluent, well-connected and prosperous place 
to live, which defines the type of person that it attracts: 46% of its residents are educated 
to degree level compared to the national average of 26% (CCC, 2012a).  The city hosts 
many  high-tech  companies  and  attracts  well-educated  and  affluent  workers  (CCC 
2012a).  Greater Cambridge is predominantly rural, with many outlying villages, many 
of which are poorly served by public transport, isolating non-drivers (CCC, 2012a).  Due 
to the wealth of the population in Cambridge it is difficult for people in the lower socio-
economic brackets to access social housing, and stock is very limited (CCC, 2012a).  
The Eastern Region has the fifth largest population of non White-British residents in the 
UK, with 7% of the non White-British population.  It has slightly smaller proportions of 
all Black and Minority Ethnic (BME) groups than are present in the overall population, 
with White-Irish and White-Other groups most prevalent (Dunn, 2005).  Residents of 
mixed  ethnicities  live  most  commonly  in  Hertfordshire  and  Essex,  and  the  Asian 
populations are highly concentrated in Luton and Hertfordshire. Large proportions of 
Black residents live in both Luton and Hertfordshire but also in Suffolk, possibly due to 
the presence of armed forces there. Cambridgeshire boasts the largest number of people 
from the Chinese community,  probably due to  the number of students in this  ethnic 
group.  Their presence is also concentrated in Essex and Hertfordshire (Dunn, 2005). 
Peterborough has a broad ethnic mix and became home to many East London evacuees 
following resettlement after the Second World War.
The Ethnic Minority Psychiatric  Illness  Rates  in  the  Community (EMPIRIC) survey 
suggests that common mental disorders such as depression and anxiety are most frequent 
among Irish men and Pakistani and Indian women in the Eastern Region (Dunn 2005) 
and  least  frequent  among  Bangladeshi  women.   Psychotic  disorders,  such  as 
schizophrenia were found to be double the average rate in Black-Caribbeans. More men 
than women were patients in the psychiatric care population in the Eastern Region, and 
an increased number of Other-Black men used these services. Male and female members 
of  the  Black-Caribbean  community  were  also  present  in  disproportionate  numbers 
among those who used mental health services.
This latter statistic is replicated across many mental health services.  The Care Quality 
Commission and National Mental Health Development Unit (2010), in a national census 
of  mental  health  inpatients,  found  that  people  from  BME  backgrounds  were 
disproportionately  represented  in  mental  health  services,  received  more  coercive 
treatments while in hospital and were more likely to be detained under the MHA (2007). 
BME service  users  experience  institutionalised  racism.  A mother  with  schizophrenia 
who is Black and from a poor background may experience multiple oppressions: the 
stigma of being a mother with a mental health problem who has a child (Fox, 2012); 
discrimination against being Black; and has limited access to resources (Kalathil, 2010). 
These experiences impact on service users’ recovery rates and their relationship with 
services. 
The low number of people from BME backgrounds in the local population influenced 
the sample of the study; only one White-Irish female carer attended the programme.  I 
was initially interested in investigating the experiences of BME carers but it was difficult 
to recruit this population to the study despite extensive efforts (see Chapter 8). 
Carers in Cambridgeshire
Cambridgeshire  County Council  (Carers  Strategy,  2008-2011,  CCC,  2008)  identified 
50,673 family carers from a population of 552,658 living in Cambridgeshire at the time 
of the 2001 census.  There are 8,620 family carers caring for over 50 hours per week and 
over 886 young carers aged 5-15.16  The Mental Health Trust has no accurate record of 
the  number  of  carers  in  its  locality  because  the  limited  database  only  contains  the 
number  of  carers’ assessments  completed.   As relatively few assessments  have  been 
completed, the number is not representative of the carer population. The Carer’s Grant 
allocated to Cambridgeshire in 2011 totalled £1,663,000: £129,483 of this was spent on 
those supporting people with mental ill-health (CCC, 2008, p. 12) compared to £332,600 
spent on those caring for children and £84,600 on those caring for people with learning 
disabilities.17 
The local authority, Cambridgeshire County Council (CCC, 2008), has the lead role in 
undertaking carers’ assessments under NSF MH (DH, 1999a) Standard 6.  The Carers 
Strategy (2008-2011) (CCC, 2008) builds on the national Carers Strategy (H.M. Govt, 
2008c).  It acknowledges that current services are not up to the required standard.  It  
notes that all health and social care agencies need to collaborate to provide better care 
for carers.  The Cambridgeshire Carers Strategy is committed to ensuring that carers are 
supported  to  stay mentally  and physically well,  are  able  to  have  a  life  and identity 
outside caring and have adequate access to services that support them as expert partners. 
16 See further breakdown in the Appendix 8.
17 See Appendix 9 for a further breakdown of funding allocation.  
They should have opportunities to pursue their own leisure and work roles and not suffer 
financial hardship due to caring.18  
The geographical area in which the study took place is covered by the Cambridgeshire 
and Peterborough NHS Foundation Trust (CPFT).  Its vision is founded:
‘... on ensuring that we put service users and their families at the heart of all of 
our services and service development activity.  We are committed to involving 
service  users  and  carers  in  their  personal  care,  in  service  evaluation  and 
development  and in  helping to set CPFT's strategic  direction.’ (CPFT website 
2012a)
During the active phases of the research and the delivery of the training programme, 
service provision was organised along recovery lines reflecting a stepped model of care. 
Recently services have been reconfigured at the time of write up (May, 2013) to reflect 
new models of care: organised around the delivery of acute care, community support and 
specialist treatment.  Despite this reorganisation, CPFT continues to be committed to the 
recovery approach as  it  is  one  of  the six  demonstration  sites  in  the  ImROC project 
described in section 2.1.  
In  2008,  the  Trust  launched  its  Experts  by  Experience  programme  to  support  the 
involvement of service users in a variety of activities.  It has appointed service user and 
carer ambassadors to represent their peers at all levels of management in the trust.  It is 
committed to developing the role of peer support workers across its workforce.  Service 
user and carers are involved in research: a designated manager has a budget to support 
this  work  across  the  Trust  area.19  During  the  delivery  of  the  programme  the  trust 
organised a conference on recovery in summer 2009 which was attended by five carers 
who participated in the study.  Both the carer trainer (AM) and I were invited to present 
the initial research findings there.20 
Carer consultations were undertaken across the catchment area in early 2012 to develop 
a CPFT Carers Strategy (CPFT, 2012c), to be approved and launched by March 2012. 
18 See Appendix 10.  
19 The manager for developing service user and carers involvement in research, 
JS, was, a member of the steering group supporting the implementation of the 
project, as described in more detail in Chapter 5.  
20 See Appendix 11 for a summary of the presentation.
The final Strategy, however, had not been delivered even as late as April 2013 due to 
staff changes, although the vision to drive services forward from the consultation process 
had  been  developed.   CPFT’s  proposed  strategy  from  2012-2014  (CPFT,  2012c)21 
commits to recruiting and appointing more Carer Ambassadors to represent the views of 
carers across the Trust; develop new training for staff involving carers to make them 
carer aware; ensure that services develop a ‘carer aware’ self-assessment process; and 
ensure that young carers are identified and supported appropriately.  
Carer involvement in planning care is, however, not as well developed as the national 
strategy standards propose (DH, 1999a; 1999b; 2008c; 2010) In 2012, CPFT undertook 
an audit of adult in-patients across the region to evaluate their perceptions of their carers’ 
contribution of to their recovery, both during their admission to hospital and following 
their discharge from care (CPFT, 2012b).  This audit sought to evaluate whether carers 
were involved in the CPA process and if their contribution was effective.  The questions 
were designed with contributions from users and carers.22  The findings reported that 
patients felt  carer involvement was positive when the carer  supported their  recovery 
(CPFT, 2012b), but that carers were only sporadically involved in decision-making about 
patients’ care and patient had low expectations of them being involved in planning their 
discharge.  Anecdotally, the need for confidentiality was used by staff as a barrier to 
engaging  with  carers.   These  experiences  are  not  uncommon;  similar  findings  are 
reported in other national studies (Repper et al, 2008a; Worthington and Rooney, 2009).
Mental health carers are supported throughout Cambridgeshire  by the Making Space 
carer support service.  Carer support workers offer support, information about mental 
health needs, carer assessments and information about their rights, and they signpost to 
local services (Making Space website, 2012). Carers can directly refer themselves to the 
service or be referred by health and social care professionals.  
The service supported carers participating in this research who needed help beyond what 
I could provide.  The manager of Making Space participated in the steering group that 
21 See Appendix 12.
22 See Appendix 13.
supported  the  implementation  of  this  project  (described  in  chapter  5).   A Rethink 
Advocacy service offers similar support to mental health carers in Peterborough.  In 
addition, local Rethink groups are organised by volunteers and meet regularly across 
Cambridgeshire  and  East  Anglia.   They  helped  us  to  recruit  carers  to  the  research 
programme.
The suitability of the context
The research was undertaken in this locality for a number of reasons.  The area was 
initially considered for expediency as it is close to my home and place of work and 
study, therefore little travelling was involved.  CPFT also has a history of collaboration 
with Anglia Ruskin University on research and development. 
At  the  start  of  the  project,  I  held  several  meetings  with  high-level  and  middle 
management  in  the  Trust  to  ascertain  whether  they  were  keen  to  participate  in  the 
research  programme.   There  was  positive  managerial  support  and  enthusiasm  for 
developing the research; one senior manager (KE, responsible for managing the CPNs in 
the Trust) and another middle manager (JS, responsible for developing and supporting 
user and carer involvement in research in the Trust) were also involved in implementing 
the research (described later in Chapter 5)   The Trust gave permission for the research to 
be undertaken within their boundaries following the university’s ethical approval.  
The  political  context  in  the  UK is  appropriate  for  this  study involving carers  in  its 
development and delivery.  Carers in the UK are a definitive force, whereas those in 
Europe are less organised. During a four-week stay in Germany interviewing carers and 
service users, it became clear to me that they were less knowledgeable about their rights, 
had fewer rights and were less politicised than their counterparts in England, except in 
projects such as the Trialogue in Austria and Germany (Bock and Priebe, 2005).  More 
widely across  Europe,  the,  European  Federation  of  Families  of  People  with  Mental 
Illness (EUFAMI),  founded  in  1992,  advocates  on  behalf  of  carers  by  lobbying  
European Union bodies.23  
23 EUFAMI  is  an  international  not-for-profit  charity  consisting  of  family 
organisations in 26 European and one non-European country. It is a federation 
of  41  family  associations,  and 5  other  mental  health  associations  (EUFAMI, 
accessed online 30.10.2012).  
Carers in the UK, however, are less influential than those in the USA, who overtake 
service users in leading policy (Pilgrim and Ramon, 2009).  It is doubtful whether the 
primacy of carers over service users in leading policy is desirable in the UK.  Although 
the NSF (2002) expressed the importance of carers’ views and the historical problems of 
excluding them from care, and DH (2010) underlines their significance in planning care, 
carers’ views are more often secondary to those of service users in determining policy. 
Carers and service users may have different opinions about the delivery of services and 
experiences of receiving services:   carers may be more medication-focused and may 
have a stronger commitment to coercive treatment regimes for their relatives, who may 
not be compliant with the recommendations of medical experts. 
The chosen methodology for  this  research  is  appropriate  for  the  UK context.   User 
involvement in research is more developed in the UK than in other European countries 
(Videmsek and Fox, 2009).  The utilisation of a Participatory Action Research (PAR) 
research methodology, which allowed me to identify myself as a service user involved in 
research as an acceptable part of the research process in PAR tradition in the UK, is less 
acceptable in other countries and is a key determinant of this research (Fox, 2007, 2008). 
Research that involves carers is developing in the UK (MHRN, 2012a, 2012b) building 
on the existing expertise of involving service users in research.  
This section has identified the unique geographical, social and cultural context of this 
study.  It provides background information to the services delivered in this area and the 
gaps in service provision for carers. It provides insights into the factors that influence the 
research development, implementation and findings and details the appropriateness of 
the context. 
2.4  Personal and professional reasons for choosing the research topic
I have both  personal and professional commitments to undertaking this research.  My 
life as a service user going through a recovery journey makes the concept of recovery 
immediately attractive.  Recovery was a relatively new concept as I was beginning my 
PhD study in  2006.   I  was  attracted  to  the  recovery  approach  and  its  potential  for 
changing services and developing practice.  Experiencing the recovery journey made this 
an area that I was passionate about, had expertise in and was excited about studying.  I 
also had a commitment to supporting carers: I myself had been supported by my family, 
and I wanted to pass on to other carers some of the hope and determination that they had 
held for me.  
This  personal  commitment  was  underpinned by professional  expertise  from working 
with carers in research and supporting them in their caring role.  From 2000-2003, I 
worked with carers at a Carers’ Centre in Barnet, North London, UK.  This was a new 
area of specialism being developed.  I was first appointed in 2000 to develop a Carers’ 
Strategy  for  the  NSF  MH  Standard  6.   This  was  initially  a  nine-month  short-term 
contract; in 2001, further funding enabled me to continue to work in this area, providing 
support for carers and developing services.  It was a role that personally felt a little safer 
than working with service users, as it was removed from my own experience of mental 
health symptoms.  
I found carers confused, self-blaming, under-informed and with little knowledge about 
the experiences of mental ill-health and how to work with services.  Talking to a service 
user who was positive, enjoyed her job and was knowledgeable about the experiences of 
mental ill-health helped them to care more effectively.   I  was also a qualified social 
worker with insider knowledge of the mental health system and helped them to find their 
ways around the services.  This helped them to improve their lives and increased their 
sense of self-empowerment, which is fundamental for carers.
Alongside my work I was completing the final stages of a Master of Arts in Mental  
Health Professional Practice based at Anglia Ruskin University (then Anglia Polytechnic 
University (APU).  My final major project focused on a PAR study to enable carers to 
have their voice heard (Fox, 2009).  We wanted to develop a group that would enable 
carers to influence mental health services and develop their sense of self-empowerment. 
The group named itself Carers Against Stigma (CAS) in Barnet.  It sought representation 
on a number of committees across the Trust’s area and began the process of involving 
carers in planning and developing services in this locality.  In 2003, on completion of my 
MA, I left this role to work in Patient and Public Involvement (PPI) in the NHS as a 
Forum Development Officer  in a  third sector  agency supporting the development  of 
patient and public involvement forums.  
I began to work at Anglia Ruskin University for two days a week in 2005, developing 
user and carer involvement in the training of social work students.  This increased my 
knowledge and expertise in involving service users and carers at the heart of developing 
initiatives and led to my wish to begin my PhD.
2.5  Conclusion
This chapter has explained the assumptions inherent in this study by detailing mental 
health  policy,  carer  legislation,  the  local  context  of  the  study and my personal  and 
professional reasons for choosing this topic.  The political timeliness and relevance of 
this  work can be seen in the raft  of documentation supporting the carers’ role.   The 
ambiguities in policies and attitudes of professionals towards carers, and the inherent 
ambiguity in the relationship between service users and carers continue to re-surface. 
This  is  taking place,  alongside  the  persisting  gaps  in  services,  carers’ experience  of 
barriers  to  their  involvement  in  care  and  the  ineffectiveness  of  local  services  in 
supporting carers indicate the need to involve them in research and service design.  This 
chapter has presented the current context for this research.  
The next chapter details the gap in knowledge that this research seeks to address.  It 
introduces  the recovery concept  in mental  health  focusing on the personal  model  of 
recovery  and  considering  the  implementation  of  recovery  in  different  countries, 
including the UK.
Chapter 3.  The recovery concept in mental health 
3.0  Introduction
In  the  last  twenty years,  the  negative  status  of  the  ‘schizophrenic  patient’ has  been 
confronted and the traditional psychiatric model challenged.  A model of recovery has 
been posited by a number of studies since the late 1960s (Huber, Gross,and Schuttler, 
1975; Tsuang, Woolson, and Fleming,1979; Ciompi 1980; Harding et al, 1987; Ogawa et 
al 1987;  McGorry et al 1996; Harrison et al 2001;  Warner 2004).  The service user 
movement has grasped this model enthusiastically, and a new meaning of recovery has 
emerged  in  which  living  well  with  mental  health  problems  and  not  necessarily  a 
complete cure from the symptoms dominates the agenda (Anthony 1993; Repper and 
Perkins, 2003). This involves a life lived beyond the label of schizophrenia (Spaniol et 
al, 2002; Davidson, 2003), where the experiences and symptoms of mental ill-health are 
synthesised through a process of living well and successfully with this diagnosis beyond 
merely managing its symptoms.  
This chapter discusses the background to mental health recovery, focusing particularly 
on the experiences of people with schizophrenia.  It begins by setting out the literature 
search strategy. Different models of mental health are then introduced, and alternatives 
to  the  traditional  biomedical  model  are  explored  which  prepare  the  ground  for  the 
concept of recovery to emerge.    The development of the concept of recovery in the 
USA and New Zealand (NZ), is outlined, including how it has grown from its political 
roots in the mental health service user movement.  The concepts of personal recovery 
and clinical recovery (Slade, 2009a), or  recovery in mental health and  recovery from 
mental health (Davidson and Roe, 2007) are introduced, and their different origins are 
explored.  Finally the components of a recovery-oriented service, differentiating between 
traditional  models  of  psychiatric  care  and  a  model  that  focuses  on  recovery  are 
illustrated,  with  a  focus  on  the  implementation  of  recovery  in  the  UK.   I  close  by 
reflecting on the importance of the recovery approach to me as a service user, and the 
potential of this concept for service-user empowerment.
3.1  Literature review strategy
This  section  sets  out  the  literature  search  strategy,  highlighting  my  selection  and 
inclusion criteria, discussing the advantages and disadvantages of the approach used and 
assessing whether there are any gaps in the literature review.  
A search  of  academic  databases  at  the  start  of  the  study revealed  little  evidence  of 
literature in the personal recovery tradition.  The literature focused mainly on research 
relating  to  the  clinical  recovery  model  from  positivist  paradigms.   A wide-ranging 
literature review was therefore conducted via an extensive trawl of Google Scholar and 
Amazon plus manual sorting of bibliographic sources from relevant papers to identify 
further sources from the personal recovery model.   I  was not completely new to the 
research field, and this process was therefore informed by my personal and professional 
interest in participatory forms of inquiry and caring issues which had been the focus of 
previous  work undertaken as a MA study (Fox, 2009) and of work in my role as a 
professional developing carers’ support services in North London (Payne, 2001). This 
enabled me to focus on relevant research in this field.  The process familiarised me with 
seminal  works  on recovery,  emancipatory research  and other  paradigms which  were 
integral  to  my  research  development  and  design.   I  continued  to  use  this  strategy 
throughout my research as I searched for literature to inform my study, and developed 
the conceptual framework.
 
The  Cochrane  Collaboration  Handbook (Higgins  and  Green,  2011)  establishes  the 
quality of the validity and reliability of studies that contribute to evidence-based health 
research, as shown in Figure 1 below.
Figure 1. The Evidence Hierarchy, (SUNY Downstate Medical Centre, 2013)
A more systematic search of academic databases would have identified more studies 
conforming to the higher levels of this triangle. Research which informs and develops 
the evidence base about the clinical recovery model occupies a different paradigmatic 
position from that adopted in this study and is a very different concept to that of personal 
recovery (Slade,  2009a).   On reflection,  the strategy utilised in  this  study may have 
privileged  personal  narrative  and qualitative  research  over  positivistic  studies  of  the 
recovery concept as I used this approach in preference to trawling academic databases. 
This may have lacked the systematic approach that would have been entailed if I had 
preferred to use academic databases such as Medline and Pub Med.  
Trafford and Leshem (2008) note that the purpose of engaging with the literature in a 
PhD  study  is  to  demonstrate  that  the  researcher  has  a  clear  and  comprehensive 
understanding of the field and a breadth of contextual understanding of the discipline, 
proving that they can successfully critique the different established traditions within the 
field by engaging with other significant works.  The authors further note that a literature 
review process delimits the research by positioning it in the appropriate paradigm that 
informs the research design and designates the conceptual framework.  May (1993, p. 
20) adds: ‘Theory informs our thinking, which in turn assists  us in making research 
decisions and sense of the world around us’.  This legitimises my approach, although my 
approach may have led to  limitations in  the literature review strategy and a  lack of 
positivist research in the literature review.
In summary, as I engaged with the literature I was drawn to the user-led personal model 
of  recovery and research  that  describes  processes  of  emancipatory research,  both  of 
which  are  positioned within  a  interpretative  paradigm.   The focus  on this  paradigm 
throughout the literature search allowed me to demarcate the boundaries of the research 
and develop my research design (Hart, 1998).   Although this process was effective, its 
limitations and disadvantages might have been mediated by a more systematic approach 
to utilising academic databases throughout the research process. 
3.2  What is schizophrenia?
This section explores the nature of schizophrenia and examines its classifications.  It 
discusses the work of a number of authors who argue that schizophrenia is a socially 
constructed  concept  and  challenge  the  biomedical  model  of  schizophrenia.  A brief 
discussion of the political implications of the schizophrenia diagnosis follows. 
The biomedical model of mental health has dominated mental health care for over 100 
years.  Early writers such as Kraepelin (1905; 1919), and Bleuler (1950) developed the 
concept  of  schizophrenia.   In  the  early 1900s,  Kraepelin  observed the  behaviour  of 
patients in a psychiatric hospital, noting symptoms common to a particular group.  Based 
upon this observation of symptoms, he developed a ‘diagnosis’ for a condition that he 
called dementia praecox, (young dementia), emphasising the chronicity of the condition. 
Within the biomedical approach, schizophrenia is described as a family of symptoms 
that persist for a specified length of time.  Gelder et al (1996 p. 246) describe the acute 
stages  of  schizophrenia  as  characterised  by  the  ‘positive’ symptoms  of  ‘delusions, 
hallucinations, and interference with thinking’; patients may either recover directly from 
the acute phase or further deteriorate into chronic schizophrenia.  The chronic symptoms 
of schizophrenia are ‘characterised by thought disorder and the ‘negative’ symptoms of 
under-activity,  lack of drive,  social  withdrawal,  and emotional  apathy’ (ibid p.  246). 
Gelder  et  al  (ibid)  argue  that  patients  with  chronic  schizophrenia  do  not  recover. 
Diagnostic  Statistical  Manual  IV  (DSM  IV)  and  the  International  Classification  of 
Diseases  10  (ICD  10)  carry  the  most  accepted  up-to-date  description  of  the 
schizophrenia diagnosis, although DSM V is currently under development.  
A number  of  authors  claim  that  this  diagnosis  was  not  developed  using  rigorous 
scientific methodologies (Boyle 2002, Bentall, 2003, Slade, 2009a) and so the ICD and 
DSM classifications of schizophrenia are built on unsound foundations.  Boyle (2002 p 
212) rejects the diagnostic criteria for schizophrenia, claiming that:
- schizophrenia has no biological markers
- the genetic basis for schizophrenia is doubtful
- abnormalities  in  the  brains  of  people  diagnosed  with  schizophrenia  may  be 
caused by alcohol or drug misuse
- clinicians  cannot  decide  on  the  distinction  between  bizarre  and  non-bizarre 
behaviour for people diagnosed with schizophrenia.
Boyle  describes  how  the  historical  framework  of  the  early  1900s  required  the 
development of a scientific approach to the diagnosis of mental illness to reflect the 
professionalisation of psychiatry as a medical discipline.  Bentall (2003) adds that the 
commercial interests of the drug companies influenced its wide acceptance as a discreet 
disease. 
According to Slade (2009a), drawing on Karl Popper’s work, mental illness differs from 
physical illness.  A diagnosis can explain the symptoms of a physical disease, whereas, 
he argues, the diagnosis of a mental illness can only provide an  understanding of its 
symptoms  and  causation.   It  cannot  be  said,  for  instance,  that  bereavement  causes 
depression; it may be one of many contributing factors.  A person may have symptoms 
of  depression  that  are  related  to  lifestyle  and environmental,  social,  biomedical  and 
psychological  factors,  therefore it  is  difficult  to  say that  the diagnosis  of depression 
infers a way of explaining a service user’s reaction to these factors.  Schizophrenia has a 
number of causes that are not yet understood or definitively identified (Bentall, 2003; 
Slade, 2009a), and so it is hard to accept the biomedical model, or any other model of 
schizophrenia.  It is better to comprehend diagnosis as an understanding of symptoms of 
mental distress than as a discreet illness explained by a set of symptoms.
Schizophrenia as a disease, or a set of symptoms, negatively affects the lives of many 
people with this diagnosis.  Whether it is possible to reject this as a discreet disease is in 
some ways hypothetical: it is a disease that often involves suffering and disability.
Many clinicians argue that when a patient accepts a diagnosis of ‘schizophrenia’, this is 
a step to getting better  – they are accepting and taking responsibility for the illness. 
Yanos et al (2008) argue, however, that accepting a diagnosis of schizophrenia can lead 
to internalising society’s negative stigmatisation and stereotyping.  This process adds 
further  disability  to  the  mental  health  symptoms  as  it  subscribes  to  society’s  low 
expectations and belief in their non-achievement.  Indeed, the stigma of schizophrenia 
restricts and halts many patients’ recovery. Much of the public has no understanding of 
the term ‘schizophrenia’ and discriminates against this group in housing opportunities, 
employment, relationships and in their daily life because of their fears of the ‘mentally 
ill’ and the demonisation of the condition of schizophrenia. 
Boyle (2002) argues that the conferment of a biological diagnosis on schizophrenia is 
political: it places the social control of the patient with schizophrenia in the hands of 
professionals.   As a political  diagnosis, it  confers authority and power upon medical 
practitioners rather than assisting service users to improve their health experience.  This 
political dimension, posited by Boyle (2002), is echoed in the history of care of people 
with schizophrenia.  Bentall (2003) reflects on how a diagnosis of schizophrenia and 
subsequent treatment was imposed on dissident citizens in the former USSR in the 1980s 
as a method of political control and containment.  
For a long time in western society, people with schizophrenia were contained in asylums 
to protect the general public and power was placed in the hands of professionals to hold 
or release them.  The process of deinstitutionalisation is complex and too broad to cover, 
but it has been challenged in a number of ways by models and principles developed by 
the service user movement and associated philosophies.  In the 1960s, writing by service 
users  (Kesey  1962)  began  to  challenge  the  politics  of  mental  health  care.   The 
development of normalisation, the principles of social role valorisation24 (Wolfensberger 
24 Social role valorisation and normalisation are concepts that emphasise the 
importance for service users of occupying valued and useful roles in society. 
This  allows  their  identity  to  be  expressed  and  valued  in  terms  of  their 
1972) and concomitant moves towards care in the community were associated with the 
shifting power balance in care and treatment.  
The development of the strengths model (Rapp, 1992; 1998; Rapp and Goscha, 2012) 
for  the  case  management  of  those  with  mental  ill-health  challenged  practitioners’ 
persistent focus on their clients’ deficits.  It reminded them of the need to encourage 
practice based on empowerment and enablement, with an emphasis on the management 
of risk-taking to enable the service user to build on his/her strengths rather than focusing 
on risk avoidance based on a culture of paternalism.  This slow but perceptible shift of 
power in the care and treatment of people experiencing mental ill-health was further 
driven by the conception of the social model of disability and the growing rejection of 
the medical model of mental health care (Oliver 1996).  The recovery model builds on 
these  different  traditions  and recognises  the  service  user  as  the  author  of  their  own 
recovery. 
Reflecting this emerging user-led tradition, other theories of voice hearing  – a symptom 
typical of schizophrenia – have been developed.  Romme and Escher (1993) and Romme 
et al (2009)  explored the many ways in which different people perceive voice hearing 
and the source of those experiences, from extra-sensory perception  to spiritual sources, 
‘guides from above’ and religious experiences.  They have investigated how different 
voice-hearers who have not been identified as psychiatric patients experience and work 
with their voices.  People identified as coping with their voices describe them as an often 
positive,  intuitive  force  that  adds  value  and  often  another  dimension  to  their  lives. 
However, service users often find such experiences negative and frightening.  Romme 
and Escher show how the experience of hearing voices can be normalised by people who 
cope with them, not as a psychiatric experience but as something that can be explained 
and experienced in different ways.
Romme (2006)  echoes  the  previous  authors  and believes  that a  diagnosis  of  mental 
illness is about labeling the personality rather than improving the patient’s experience of 
illness.  He argues that the use of the medical model gives the mental health professional 
power  over  the  client.  He  sees  the  schizophrenia  concept  hiding  or  blanking  the 
contribution to society,  rather than devalued by their service user or disabled 
identity.
patient’s emotional problems by placing them under that label, and advocates a process 
of  accepting  and  dialoguing  with  the  voices  to  try  to  understand  the  source  of  the 
patient’s  traumatic  experiences.   For  him  voice-hearers  experience  trauma-induced 
psychosis and the voices are manifestations of that experience of trauma; by dialoguing 
with the voices it is possible to find the source of the trauma and enable the patient to 
overcome the  experience.   The  schizophrenia  concept  does  not  enable  the  patient’s 
problems to be solved; he focuses rather on finding strategies that give voices a meaning 
in the person’s life, and strategies for controlling the voices instead of being controlled 
by them.  
Only  by  engaging  with  the  experience  of  schizophrenia  is  it  possible  to  begin  to 
understand the conceptualisation of the disease.  Whether it is socially constructed, a 
political diagnosis or an accurate diagnosis of disease,  the suffering of many service 
users is only too real.  Indeed, for me personally the diagnosis of schizophrenia was a 
diagnosis of exclusion carrying with it many negative stereotypes of the ‘mentally ill’ 
based on the stigmatisation of people with such a label.  I found this negativity in the 
attitudes of those around me as they struggled to comprehend who I was and who I  
became with this diagnosis. For me, the possibilities offered in the recovery approach 
provide the opportunity to challenge the negativity of the diagnosis and the stigma of 
mental illness. 
3.3  Models of mental health and the emergence of recovery models
This section reviews the traditional biomedical model of mental health that has long 
dominated  psychiatric  care  and  addresses  the  emergence  of  the  clinical  model  of 
recovery.  Following this alternative models of mental health are introduced and service 
users’ perceptions of the different frameworks are highlighted.
 
The biomedical model that has dominated psychiatry implied a life of social disability, 
mental illness and inability to work or function in society.  Kraepelin’s dementia praecox 
was  characterised  by  continued  deterioration  and  illness.   Coleman  (1999  p.  19) 
comments  that  as  a  result  of  the  prevailing  negative  perception  of  the  outcome  of 
schizophrenia, psychiatry was based on  ‘a concept of maintenance and social control’, 
and further negative prognoses of mental illness affected the course  of the illness.
The  expectation  that  people  with  mental  illness,  and  more  particularly,  with 
schizophrenia, would lead a life of failure devoid of quality was first challenged in the 
late  1960s by Bleuler  (1968).   His  research  has  since  been strengthened by several 
studies that show that recovery from schizophrenia can and does happen (Huber, Gross, 
and Schuttler,  1975; Tsuang, Woolson, and Fleming,1979; Ciompi 1980; Harding et al, 
1987; Ogawa et al 1987;  McGorry et al 1996; Harrison et al 2001;  Warner 2004).  Of 
Harding et al’s (1987) study of 262 individuals, 46%-68% of patients met the criteria for 
recovery.  Calabrese and Corrigan (2005, p. 71) conclude:
‘Each of these studies found that, rather than having a progressively deteriorating 
course, schizophrenia has a heterogeneous range of courses from severe cases 
requiring repeated or continuous hospitalization to cases in which a single illness 
episode is followed by complete remission of symptoms.’
They found that ‘roughly half of the participants recovered or significantly improved 
over the long-term, suggesting that remission or recovery is much more common than 
originally thought’ (ibid, p. 71). 
Although Harrison et al (2001, p. 14), presented data supporting the premise of recovery 
for service users at 15 and 25 year intervals after first diagnosis,  they expressed  some 
concerns about the recovery concept:
Working concepts of recovery require qualification as well.  Our study relied heavily 
upon absence of symptoms, social disability, and resource utilization.  This should 
not be equated with level of function achieved before the onset of illness, and even 
less with the recovery of lost potential.
Harrison et al’s (2001) working concept of recovery is based on a biomedical model 
which perceives mental illness as a neurological disease.  This concept, as presented 
above, differs from the model of recovery espoused by the service user movement in 
which recovery is about living well with mental health symptoms, beyond the illness 
label (Davidson, 2003), and developing a life unrelated to the illness.
Harrison et al (2001) and Liberman and Kopelowicz (2002; 2005) argue that any kind of 
recovery model or improvement in illness outcome should be based on an empirical, 
evidence-based and operational model.  Successful recovery must include the ability to:
- function independently 
- take responsibility for one’s own personal care 
- and  manage  one’s  own  medication,  health  and  money  without  regular 
supervision (Liberman and Kopelowicz, 2005, p. 739).  
This form of recovery derived from the medical model has been referred to as clinical  
recovery (CSIP,  RCPsych,  and  SCIE,  2007;  Slade  2009a)  and  is  defined  by  Slade 
(2009a, p. 29) as: 
- an outcome or a state
- observable by the clinician; objective not subjective
- rated by the expert clinician, not the service user
- a definition of recovery that does not vary across individuals.
This is differentiated from the service user movement’s personal recovery (see section 
2.3).   Clinical  recovery  reflects  the  well-known  idea  of  remission  and  focus  on  a 
reduction of symptoms that allow the person to function well in society, while the latter 
focuses on enabling the person to achieve a more stable and enduring state of wellness 
characterised  by participation  in  the  mainstream community (Davidson et  al,  2008). 
Davidson and Roe (2007) note the importance of differentiating between recovery from 
mental  illness  (clinical  recovery)  and  recovery in  mental  illness  (personal  recovery),  
stating that their convergence: 
‘...has  now  contributed  to  a  situation  in  which  recovery  has  come  to  mean 
different  things  to  different  people,  resulting  in  a  remarkable  degree  of 
inconsistency in how the notion is used to inform practice.’ (ibid, p. 462)
The model of clinical recovery is supported by many institutions, based on the dominant 
biomedical  model.   Examples  of  this  include  both  the  DSM  and  the  American 
Psychiatric  Association’s  (APA’s)  Practice  Guidelines  for  the  Treatment  of 
Schizophrenia (Lehman et al, 2004).  The DSM describes complete recovery as a return 
to pre-morbid levels of functioning (APA, 1980) or a complete return to full functioning 
(APA, 1994). The APA’s Practice Guidelines (cited in Liberman and Kopelowicz, 2005) 
identifies a two-year period of stability without relapse as an empirically convincing 
period that demonstrates recovery.  
Beresford (2005a, p.110) argues that the medical model is derived from a deficits model 
‘based on assumptions of the inherent deficiency and pathology of ‘the mentally ill’’. 
Dell Acqua and Mezzina (1998) note that once a diagnosis of schizophrenia is given a 
posteriori, the definition of a person’s character is tied up in the illness rather than in 
her/his life experience.  In a survey of responses to the different models of mental health, 
service users reported an ambiguous relationship with the medical model (Beresford, 
Nettle and Perrin 2010).  It was useful when they needed to access benefits or justify 
sick leave from work,  because mental health needs can be validated as ‘illness’;  in 
general,  however,  they  found  the  medical  model  unhelpful  because  it  locates  the 
pathology in the person and assures the primacy of medication as a treatment method, 
preventing holistic treatment (Beresford, Nettle and Perrin 2010).  
The influential stress vulnerability models of schizophrenia (Zubin and Spring 1977) 
posit  that  the  prognosis  of  schizophrenia  is  responsive  to  social  and  environmental 
factors in the person’s life.  Service users in Beresford, Nettle and Perrin’s (2010) survey 
endorsed this model and understood their own mental health condition in terms of the 
social perspective influenced by their environment and upbringing. 
On reflection, for me coming to terms with the diagnosis of schizophrenia involved a 
personal journey that required synthesis of the different models of illness.  It entailed a 
difficult process of separating out what I considered to be my ‘mind’, which represented 
my personality, and differentiating this from the thoughts that belonged to my ‘illness’. 
For me this involved reconciliation to the different models of illness that were presented 
and developing a model that I felt comfortable with.  This personal model combined 
elements of the medical and social models with a consideration of spiritual experiences. 
In summary the biomedical model emphasises neurological deficiencies of the brain and 
arguably pathologises and medicalises an illness that may be more social (Tew, 2005; 
2011),  economic  (Duggan,  Cooper  and  Foster,  2002)  or  spiritual  in  origin  (Clarke, 
2010). Davidson et al (2005) describe a different approach to the diagnosis-led medical 
model.  They focus on the idea of wellness in the daily lives of people living with serious 
mental illness.  It is not necessarily the absence of symptoms that defines a person’s 
wellness, but what they do with their lives.  A mental health service user bowling with 
his friends in a bowling alley is not judged by the status of his mental health but by how 
good s/he is at bowling (p. 178).  
This conceptualisation of mental health is reflected in the World Health Organisation 
website (2012):
‘Mental health is not just the absence of mental disorder. It is defined as a state of 
well-being in which every individual realizes his or her own potential, can cope 
with the normal stresses of life, can work productively and fruitfully, and is able 
to make a contribution to her or his community.’ 
More often the lack of good mental health is defined in Western society as the presence 
of mental disorder or mental illness.
Rejecting the medical model,  the service user  movement does not perceive recovery 
from mental illness as a return to pre-morbidity functioning but as the journey that a 
person with mental health issues needs to take to absorb and respond to their  experience 
of mental ill-health, and how this experience is incorporated into their  personality.  This 
is understood as a journey defined by the service user with life outcomes chosen by 
themselves.  This model is discussed later in the chapter.  This section has discussed the 
medical model of mental health and some alternatives to show how the debate leaves 
room for the emergence of the concept of recovery. 
3.4  The context of recovery
This section describes the political  scene that made the development of the personal 
recovery model in mental health possible, focusing on the political development of the 
service user movement. Recovery has been strongly advocated by the consumer/service 
user movement, first in the USA and NZ and now in British psychiatry, as discussed 
later in this thesis.  Its importance as an emerging concept and ideology in Australia and 
the UK is documented by Ramon, Healy and Renouf (2007).  
The consumer/service user movement began in the USA in the 1960s and is represented 
well by Chamberlin (1988).  The radical anti-psychiatry movement of the 1960s drew on 
the popular writings of Kesey (1962) and Szasz (1961), which propose the notion of 
psychiatric survivors, emphasising the damage caused by psychiatric care rather than its 
benefits.  In Italy in the 1980s there was a move from asylums to care based in the 
community  (Dell’Acqua  and  Mezzina,  1998)  with the  increasing  recognition  that 
patients  were becoming institutionalised  and negatively stigmatised  by long stays  in 
psychiatric wards. In the UK, a number of factors linked to fiscal austerity, the greater 
availability of effective drug treatments in the 1950s and a change in the philosophy of 
mental health care led to the beginning of deinstitutionalisation (Rogers and Pilgrim, 
2001).  
In  Britain,  the  consumer/service  user  movement  began  with  the  physical  disability 
movement’s rejection of the medical model of care and the development of the social 
model of  disability.  (Oliver 1996).   The mental  health service user movement draws 
upon the democratic model of user involvement and builds on the physically disabled 
user  movement’s  strong  voice  advocating  disability  awareness,  the  philosophy  of 
independent living, and normalisation (Wolfensberger 1972).  The physically disabled 
movement was supported by the prolific work of Oliver (Oliver 1996; Oliver and Barnes, 
1998; Oliver and Sapey, 1999).  The following statement from the Union of Physically 
Impaired  against  Segregation  (1976,  p.  14)  draws  out  the  themes:   ‘Disability  is 
something  imposed  on  top  of  our  impairments  by  the  ways  we  are  unnecessarily 
isolated and excluded from full participation in society.  Disabled people are therefore 
an oppressed group in society’.
The physical disability movement’s rejection of the medical model began a new era with 
the  development  of  the  social  model  of  disability,  which,  coupled  with  social  role 
valorisation, began to acknowledge the role of service users not just as service recipients 
but  as  citizens in  society living beyond their  disease label.   According to  Beresford 
(2002), the social model of disability has been less well developed in the mental health 
service user movement than its potential suggests.  He argues that mental health lacks a 
‘big philosophy’, unlike the disability movement that propounded the social model.  
Davidson et  al  (2012) advocate that  mental  health  care should be underpinned by a 
community inclusion paradigm rather than one of community integration.  The former 
demands  the  equal  inclusion  of  people  in  recovery in  society,  making  reasonable 
accommodation for their mental health needs in all aspects of society including work, 
leisure and housing, while the latter  expects their  adaptation to community as ‘fully 
cured’ people.  In Fox (2011a) I argued for a concurrence between the social model of 
disability and the recovery model.  I  reflected on my own experiences as a disabled 
person in the workplace and emphasised that the non-disabled environment disables and 
excludes  people  from the  workplace,  and  an  understanding  of  recovery  requires  an 
acceptance that people with mental distress may have to manage the limitations of their 
ill-health at work. Indeed, personal recovery, which embraces the paradigms of equality, 
collective advocacy and community inclusion, has the potential to be the big idea in 
mental health policy, service implementation and philosophy.  
Below  I  address  the  concept  of  recovery  and  the  definitions  that  underpin  its 
development.
3.5  The model of personal recovery
The  definition  of  recovery  reflects  the  politicisation  of  the  service  user/consumer 
movement.  In this section I describe how consumers have begun to develop and define 
their own sense of wellbeing and recovery from mental illness.
Experiencing mental health problems can be very distressing because of: 
- suffering the impact of mental health symptoms
- the stigma experienced on being labelled a mental health patient
- lost potential in life
- lost lived experiences and opportunities that other people may have 
- lost income and resulting poverty
- discrimination at work
The recovery concept does not negate this suffering but tries to define a place beyond the 
initial experience of mental illness.  Many consumers define recovery as a process, a 
movement  or  a  journey  (Deegan  1996;  Coleman,  1999),  in  contrast  to  psychiatric 
outcome measurements of schizophrenia.  Recovery is no longer about maintenance: it is 
about living well with mental health problems, and living beyond the label.  Recovery is 
a process, a concept, an ideology that means many different things to different people.  
As already discussed, professionals have long argued that treatment for schizophrenia 
should be based on a cure model,  not  a recovery model  (Repper  and Perkins  2003; 
Warren  2003).   Service  users  argue  that  to  them,  the  reduction  of  symptoms is  not 
necessarily a cure or even necessarily what they are seeking (Repper and Perkins, 2003). 
The model of recovery is defined as: ‘...a continuing process of growth of and adaptation 
to  disability as  opposed to  time-limited interventions  directed  at  symptom removal’. 
(ibid, p. 18).
Anthony’s (1993, p 13) description of the process of personal recovery is perhaps the 
best known: 
‘...  a  deeply  personal,  unique  process  of  changing  one’s  attitudes,  values, 
feelings, goals, skills and/or roles.  It is a way of living a satisfying, hopeful and 
contributing life even with limitations caused by the illness.  Recovery involves 
the development of new meaning and purpose in one’s life as one grows beyond 
the catastrophic effects of mental illness’.
Anthony focuses  on  the  personal  attributes  of  recovery as  an  individual  journey of 
development.   According  to  Deegan  (1997),  recovery  from  mental  illness  is  not 
necessarily defined by one group or another;  it  is  a personal and individual journey. 
Recovery should embrace all  people’s  experiences  and needs.  It  is  not  necessarily a 
continuing positive development; it may be a spasmodic process of recovery, accepting 
failures along the way (Deegan, 1996).  Recovery is defined in a number of papers as a 
journey or a process (Spaniol et al, 2002; Andresen et al, 2003; 2006).  
Brown and Kandirikirira (2006) identify the personal constructs that were necessary in 
Scottish service users’ experience of recovery, using narrative story-telling techniques. 
The service users reported what helped and hindered their journeys of recovery (ibid p. 
3):
- hope, confidence and optimism
- diagnosis
- self-acceptance, self-responsibility, self-belief and self-esteem
- self-efficacy
- self-awareness
- negative identity and low expectations
- stigma – spoiled identity
- thriving – growth beyond the label
- powerlessness – removal of identity
- reclaiming power and self-determination
- physical image
- sexual identity
- creative identity
- cultural, social and community identity
- group identity – activism
- spiritual identity
The experience of stigmatisation and discrimination was reported to hinder the journey 
towards recovery.  The narrators told of how negative attitudes to their mental ill-health 
lowered their sense of self-esteem while, unsurprisingly, positive messages helped them 
to foster a positive self-image.  They reported the need to take risks in their lives.  Others 
reported the need for self determination, or agency’ to increase their sense of wellbeing 
and good mental health.  Brown and Kandirikirira (2006 p. 20) conclude:
‘For many, identity focussed upon being valued as an individual irrespective of, 
or  indeed,  in  spite  of  their  mental  health  problems,  whilst  for  others  the 
experience of ill health and recovery had been embraced and had been a focus of 
value to them. From the narratives gathered in this project, it was evident that 
much of the subject of identity appeared to be about the issue of personal growth 
and development and change internally. This challenge can make a belief in the 
possibility of recovery difficult for some. Given the complex interaction between 
identity  and  recovery  which  we  have  described,  it  is  clearly  not  possible  to 
impose recovery on people. People must be willing,  ready, able and, in some 
circumstances, allowed to action change’.
Recovery must come from the individual who is ready to move to the position where it is 
possible to experience recovery for themself.  It is about moving on from the suffering of 
the mental illness to a place of greater optimism and hope  − about living as well as 
possible with or without mental health symptoms, and living beyond the diagnosis in a 
fulfilling and satisfying role (Davidson, 2003).  Deegan (1988, p. 11) notes that recovery 
is an active and unique process:
‘Persons  are  not  passive  recipients  of  rehabilitation  services....  Rehabilitation 
refers to the services and technologies that are made available to disabled persons 
so that they may learn to adapt to their world.  Recovery refers to the lived or real 
life  experience  of  persons  as  they accept  and overcome the  challenge  of  the 
disability’. 
Leamy  et  al  (2011)  have  developed  an  empirically-based  conceptual  framework  of 
recovery  through  a  systematic  review  and  narrative  synthesis.  The  overarching 
framework  of  the  recovery  concept  consists  of  the  characteristics  of  the  recovery 
journey, recovery processes and recovery stages.  The characteristics of the recovery 
journey represent the nature of recovery as a unique journey with stages that require 
active struggle involving moments of spasmodic change achieved through trial and error. 
The recovery process requires connectedness, hope and optimism about the future, the 
creation of identity, meaning in life and the need for empowerment (given the acronym 
CHIME).  The final categorisation of recovery identifies its phases and stages.   The 
results,  synthesised  from  13  studies,  are  shown  below  in  Table  1.   This  category 
incorporates the notion of progression in the recovery journey.  The results presented in 
this paper are consistent with how recovery is represented in my PhD study.
Table 1: The characteristics of the recovery journey (Leamy et al, 2011)
Precontemplation Contemplation Preparation Action Maintenance and growth
Novitiate  recovery- 
struggling  with 
disability
Semi-recovery – living with 
disability
Full  recovery  –  living 
beyond disability
Stuck Accepting help Believing Learning Self reliant
Descent into hell Igniting a spark of hope Developing  insight  / 
activating  instinct  to 
fight back
Discovering  keys  to 
recovery
Maintaining  equilibrium 
between  internal  and 
external forces
Demoralisation Developing  and 
establishing 
independence
Efforts  towards 
community integration
Occupational dependence Supported  to 
occupational 
performance
Active  engagement  in 
meaningful occupations
Successful  occupational 
performance
Dependent / unaware Dependent / aware Independent / aware Interdependent /  aware
Moratorium Awareness Preparation Rebuilding Growth 
Glimpses of recovery Turning points Road to recovery
Re-awakening  of  hope 
after despair
No longer viewing self 
as  primarily  person 
with  psychiatric 
disability
Moving from withdrawal to 
engagement
Active coping rather than 
passive adjustment
Overwhelmed  by  the 
disability
Struggling  with  the 
disability
Living with the disability Living  beyond  the 
disability
Initiating recovery Regaining  what  was  lost  / 
moving forward
Improving quality of life
Crisis (recuperation) Decision  (rebuilding 
independence)
Awakening  (building 
healthy interdependence)
Turning point Determination Self esteem
Source: Leamy et al (2011 p. 449) Table 3
Service users themselves sometimes hesitate to use the word ‘recovery’.  For some, the 
experience of mental illness is one of disability or impairment that they feel they cannot 
overcome.  In reflection on recovery, some service users of the Scottish Highland User 
Group felt uncomfortable with the concept of recovery altogether (HUG, 2006):
‘Many of us … made the point that there is no cure for many of the major mental 
illnesses and that it was misguided to talk of recovery.  We felt that a word had 
been adopted and given values that it didn’t previously hold.  ...  We felt that 
people were asking us to reach for perfection and resented this.  Some of us also 
felt that the whole idea was wrong – we have very hard lives and to expect these 
to change for the better is silly and misguided’. (ibid p. 8)
This  suggests  that  recovery is  frightening for  some service  users  and they see  their 
mental ill-health as insurmountable.  Some perceive that recovery denies the real distress 
of their mental health needs; moreover they are reluctant to use the recovery concept to 
move from the position of suffering as a victim to taking control of their own life.  For 
some, recovery can only be about freedom from symptoms and impairment.  However, 
as developed by the service user movement, recovery is not necessarily about freedom 
from symptoms; it is about living as good a life as possible, with or without a diagnosis 
of mental ill-health (Deegan, 1988; Anthony 1993; Coleman, 1999).  Whitwell (1999, p. 
622) concurs:   ‘It may be an empirical truth that surviving mental illness is a better  
description  than  recovery.  Surviving  the  damage  and  coping  with  disability  and 
disadvantage are alternative models to the illness model’.
Some service users may be limited by their social circumstances.  They may be living in  
poverty in poor housing, or isolated without transport to optimise their access to services 
to support their recovery.  Recovery may be about not only what is within but also what 
is without. Some service users draw upon the medical model, which defines recovery as 
optimal life functioning, seeing it in Liberman and Kopelowicz’s (2002) terms, where 
clinical recovery is central to personal recovery.   
Onken et  al  (2007,  p.  19)  argue  that  recovery involves  both  a  ‘personal  disposition 
toward positive recovery’ and a ‘facilitating environment’.  The first-order changes in a 
person’s attitude and strength to recover must be supported by second-order change − an 
environment  that  provides  opportunities  and potential  for  recovery.   Changes  in  the 
individual alone cannot drive recovery but the economic and social environment must 
help facilitate this change.  
